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 Thesis Abstract 
This doctoral thesis documents a qualitative exploration of some of the wider 
contextual issues relating to disability following traumatic brain injury (TBI). 
There is a relatively high prevalence of long term disability following TBI. Family 
members often provide informal care and can experience negative psychological outcomes as 
a result. The systematic literature review in section one presents a metasynthesis of 15 
qualitative papers exploring the experience of caregiving following TBI. Negative emotional 
reactions were experienced, due to changes to their injured relative and to their own lives. 
Caregivers were more able to cope if they could develop a good understanding of the person 
with TBI. Importantly, this review noted that families experienced a sense of wider supports 
crumbling beneath them following discharge form hospital. Lack of material, social, and 
professional supports intensified experiences of distress, as caregivers had fewer options. The 
findings support the need to address wider issues alongside any individual intervention. 
Many people with TBI need to claim state financial benefits due to disability. The 
Work Capability Assessment (WCA) was introduced in the UK to assess ability to work and 
decide upon benefits received. The WCA process has been associated with increased mental 
health difficulties and has been criticised for neglecting contextual factors. The assessment 
may not be suited to the complexity of impairment following TBI. The research paper in 
section two explores the experiences of nine adults with TBI regarding the WCA. The data 
was analysed using critical narrative analysis. Participants experienced the assessment as 
distressing and saw the WCA as neglecting important functional difficulties. They 
experienced multiple barriers to the process. There is a need for the WCA to adopt a 
biopsychosocial approach to assessment of disability, and to make reasonable adjustments for 
people with TBI.  
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Objective: Traumatic brain injury (TBI) can result in enduring physical, cognitive, 
behavioural, and emotional problems, and caregiving responsibilities may have a negative 
impact on relatives. This review aimed to identify and synthesise qualitative research 
regarding the experience of providing informal care following TBI. Method: A systematic 
literature search identified 15 relevant qualitative papers which were analysed using a 
framework for metasynthesis. Results: Three themes were drawn from the findings: (1) A 
new path with an unknown person; (2) Navigating the new terrain; (3) Strong supports or 
crumbling foundations. Some caregivers experienced negative emotions resulting from 
changes to their injured relatives and to their own role. When caregivers were able to develop 
a good understanding of their relative, this resulted in more successful coping strategies. 
However, material, social, and professional supports were often experienced as falling away, 
particularly following discharge from hospital. Implications: There may be a benefit to 
providing individual intervention for caregivers, focused on: managing emotional responses 
to the caregiving role; developing problem solving skills; and increasing understanding of 
TBI. However, these interventions need to be carefully considered in relation to the wider 
context, as many caregivers did not have sufficient social support, financial security, or 
access to services. Individual intervention may be unsuccessful if these wider issues are not 
also addressed.  
 
Keywords: caregivers, carers, traumatic brain injury, qualitative metasynthesis 
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 Section one is written in accordance with journal guidelines for Rehabilitation Psychology (Appendix 1-D). 
Where the paper deviates from these guidelines, it is in favour of instructions for Lancaster University Doctorate 
in Clinical Psychology Theses. 
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Traumatic brain injury (TBI) constitutes a significant health problem worldwide, 
leading to hospitalisation or mortality for an estimated 10 million people on an annual basis 
(Hyder, Wunderlich, Puvanachandra, Gururaj, & Kobusingye, 2007). TBI can result in a 
range of enduring physical, cognitive, behavioural, and emotional problems which affect 
daily activities and returning to work (Langlois, Rutland-Brown, & Wald, 2006). While less 
common than other conditions such as arthritis and back pain, TBI results in very high direct 
and indirect costs per individual; this is largely due to the young age of those affected and the 
severe disability that may follow (Ma, Chan, & Carruthers, 2014). For example, the 
prevalence of long-term disability as a result of TBI has been calculated at 500,000 in the UK 
(Headway, 2011) and 3.32 million to 5.3 million in the USA (Ma et al., 2014). 
Informal or unpaid care refers to “care that is provided by family and friends to support 
people of all ages who are restricted in their activities of daily living through disability” 
(Baker, Barker, Sampson, & Martin, 2017, p.45). The provision of this informal adult care in 
the UK almost tripled in 15 years, reaching a value of £61.7 billion in 2010 (Office for 
National Statistics, 2013). It is often relatives who take on the caregiving role. In contrast to 
chronic health conditions, which may develop slowly over an extended period of time, TBI 
occurs suddenly and the transition to becoming a caregiver is abrupt (Chronister et al., 2016). 
Relatives are therefore more likely to be unprepared for the change in role.   
Caregiving responsibilities can have a deleterious effect on relatives over time (Mazlan, 
Ghani, Tan, & Subramanian, 2016). The concept of ‘burden’ has been utilised in measuring 
some of the general negative experiences associated with caregiving (Chwalisz, 1992), levels 
of which tend to be elevated and increase over time when caring for a relative with TBI 
(Degeneffe, Chan, Dunlap, Man, & Sung, 2011; Minnes, Graffi, Nolte, Carlson, & Harrick, 
2000). Another use of the term is the construct ‘objective burden’, which refers observable 
changes in the injured patient and environmental changes affecting the caregiver; this in turn 
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can lead to ‘subjective burden’ which refers to the negative emotional reaction of the 
caregiver (Chwalisz, 1992).  
Elevated scores for anxiety and depression are found amongst caregivers (Claude Blais 
& Boisvert, 2005; Degeneffe et al., 2011; Ennis, Rosenbloom, Canzian, & Topolovec-Vranic, 
2013; Gan, Gargaro, Brandys, Gerber, & Boschen, 2010). Negative outcomes on measures of 
life satisfaction, quality of life (Dijkers, 2004), and marital breakdown (Wood & Yurdakul, 
1997) have also been identified, as well as instrumental difficulties including financial 
problems and loss of employment (Kreutzer, Serio, & Bergquist, 1994; Ponsford, Olver, 
Ponsford, & Nelms, 2003).  
The constructs explored in regards to caregivers of people with TBI, such as that of 
‘burden’, are not always clearly defined. In addition, many caregiver outcomes, such as those 
relating to psychological distress, are inherently subjective (Sander, Maestas, Clark, & 
Havins, 2013).  Research on negative outcomes in particular has been criticised, due to the 
relative neglect of positive outcomes for caregivers (Baker et al., 2017). Indeed, satisfaction 
has been shown to remain high for some caregivers, even where burden and distress are 
present (Wells, Dywan, & Dumas, 2005), and TBI can lead to their psychological growth 
(Cohen, Colantonio, & Vernich, 2002). 
Studies focusing on caregiver outcomes can be limited by the heterogeneity of the 
samples (Claude Blais & Boisvert, 2005) and it is important to consider factors which might 
predict outcome. Severity of injury does not always accurately predict caregiver outcomes, 
when compared with neuro-behavioural sequalae (Claude Blais & Boisvert, 2005; Kreutzer, 
Gervasio, & Camplair, 1994). The presence of cognitive and behavioural problems has been 
found to increase caregiver stress (Simpson & Jones, 2013), strain (Mazlan et al., 2016), 
burden (Machamer, Temkin, & Dikmen, 2002) and emotional distress (Sander et al., 2013). 
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The level of functioning or level of support required by the person with TBI has also been 
related to caregiver outcomes (Kreutzer, Gervasio et al., 1994; Sander et al., 2013).  
Caregiver characteristics may influence caregiver distress. There is only weak evidence 
for caregiver age and pre-injury emotional distress as predictors of post-injury emotional 
distress (Sander et al., 2013) and there are minimal differences between spouses and parents 
in terms of anxiety and depression (Ennis et al., 2013). However, there is the potential for 
ceiling effects where high levels of distress have been reported, meaning that subtle 
differences may be hard to detect (Ennis et al., 2013). The experiences of spouses and parents 
are likely to be qualitatively different to one another, due to their very different relationships 
with the injured person (Florian & Katz, 1991; Lezak, 1988; Serio, Kreutzer, & Gervasio, 
1995). 
More recently, research has been directed at establishing variables which mediate 
relationships between the characteristics of the caregiver or care recipient and the level of 
stress experienced by the caregiver. This has involved consideration of the ways in which 
caregivers understand and cope with the situation they are in. The concept of perceived stress 
involves an appraisal of the caregiving situation; it has been suggested as a “common factor” 
which underlies various measures that have been used to quantify subjective burden as an 
outcome (Chwalisz, 1992, p.194). Perceived stress has not only been found to predict 
outcome (Chronister & Chan, 2006; Chwalisz, 1996), but also to mediate the relationship 
between functional disability and outcome (Chronister et al., 2016).  
In regards to coping skills, problem-focused coping
2
 has been shown to result in 
improved caregiver outcomes, in contrast to emotion-focused coping which may constitute a 
                                                          
2
 Lazarus and Folkman (1984) identified two categories of coping strategies: emotion-focused, where the aim is 
to reduce negative emotions; and problem-focused, where the source of distress is targeted objectively. 
Emotion-focused coping can be used positively (e.g. positive reappraisal) or negatively (e.g.avoidance or 
wishful thinking). 
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barrier to positive adjustment (Claude Blais & Boisvert, 2005; Rivera, Elliott, Berry, & 
Grant, 2008; Sander, High Jr, Hannay, & Sherer, 1997). A related concept of caregiving 
mastery refers to the sense of control caregivers feel they have over the caring situation 
(Struchen, Atchison, Roebuck, Caroselli, & Sander, 2002) and this can influence quality of 
life (Chronister & Chan, 2006). Other studies have employed the construct of resilience, 
which is multidimensional in nature and includes a range of helpful thoughts, feelings and 
behaviours (White, Driver, & Warren, 2008). Simpson and Jones (2013) found resilience to 
be independent of functional impairment and associated with lower levels of caregiver 
burden.  
One example of a theoretical framework that has been developed in consideration of the 
strategies caregivers use to cope and the appraisals they make regarding their situation is the 
perceived stress model of caregiver burden (Chwalisz, 1992; Chwalisz, 1996). This 
framework utilises Lazarus and Folkman’s (1984) transaction theory, which suggests that 
individuals experience stress when they perceive that the demands they are faced with exceed 
their resources. A primary appraisal of threat takes place followed by a secondary appraisal 
of available resources and a coping response; this process is bidirectional, with coping 
impacting on subsequent appraisals of threat. Chwalisz (1992) therefore proposes that it is 
necessary to define burden as perceived stress, in order to organise varying and often 
conflicting research findings. Caregiver’s appraisals of both the effects of TBI and the 
resources they have available to cope with the situation are what lead to negative or positive 
outcomes. 
However, social support has been found to reduce adverse stress reactions of caregivers 
(Hanks, Rapport, & Vangel, 2007), perhaps by preventing stress appraisal in the first place or 
acting to calm a stress reaction (Chwalisz, 1992). This raises the question as to whether 
caregivers with increased social support are in a better place to use positive coping strategies, 
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or whether it is the use of positive coping strategies that allows caregivers to seek out 
support. Indeed, Chronister et al. (2016) found that caregiving mastery only emerged as a 
significant mediator between perceived burden and quality of life after support needs were 
removed from the model. This suggests that interventions at the environmental level may in 
fact be more effective than those aimed at developing personal coping skills.  
The literature outlined above gives a certain degree of direction when working with 
families coping with the after effects of TBI. However, being largely cross-sectional in nature 
and limited to the theoretical constructs investigated, the studies may not necessarily reflect 
the full range of relatives’ experiences or discover key issues in terms of the longitudinal 
nature of the career as a caregiver. Qualitative studies drawing on first-hand accounts of 
caregivers can provide professionals and researchers with additional insight into the 
experience, thereby informing meaningful intervention. In turn, systematic reviews of this 
literature increase the likelihood that qualitative evidence will be drawn upon in designing 
interventions, services and policy.   
Martin (2012) conducted a qualitative synthesis of the caregiving experience following 
TBI. Studies were identified and synthesised using meta-aggregation techniques, producing 
four themes: Concerns about the future; balance and independence; support for expert carers; 
and impact on occupational choices. Recommendations were made regarding the provision of 
information, inter-professional education, and the need to address caregivers’ occupational 
balance and engagement. Limitations of this review include the fact that only five studies 
contributed to the synthesis. Furthermore, the method involved only an aggregation of the 
available findings, with no further interpretation which might lead to a more developed 
understanding of caregiver experiences.  
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The evidence base reporting on the experience of caregiving in TBI is expanding and a 
scoping review of the literature indicated that that an updated qualitative synthesis was 
timely. Given that further levels of interpretation integrate individual sets of findings to 
produce a more substantive whole (Finfgeld, 2003), it is beneficial to utilise qualitative 
synthesis methods which involve third order interpretations of data (e.g. metasynthesis), in 
addition to aggregating and describing the findings (Sandelowski & Barroso, 2007). The 
current paper therefore presents an extension of the previous (Martin, 2012) review of 
caregiver experiences following TBI, with the aim of informing the ongoing development of 
appropriate support.  
Method 
Metasynthesis is an approach to new knowledge development based on analysis of 
qualitative research findings (Thorne, Jenson, Kearney, Noblit, & Sandelowski, 2004). The 
present review utilises Sandelowski and Barroso’s (2007) guide to synthesising qualitative 
research, selected due to its focus on a comprehensive literature search and in depth advice on 
how classification of findings can inform the methodology of the synthesis. The framework 
can be roughly summarised in six steps: (1) conceiving the synthesis; (2) searching and 
retrieving literature; (3) appraising findings; (4) classifying findings; (5) synthesising findings 
into metasummaries; and (6) synthesising findings into a metasynthesis (Ludvigsen et al., 
2016).  In line with step one, the research question was defined as: “What is the lived 









 systematic search of the literature was carried out; recall was emphasised 
over precision in order to ensure that potentially relevant papers were not neglected 
(Sandelowski & Barroso, 2007). Five electronic databases (PsychInfo; MEDLINE; CINAHL; 
PubMed; and Web of Science) were searched in March 2017. The qualitative PICO tool 
(Fineout-Overholt & Johnston, 2005) was used to support identification of key terms and 
synonyms relating to the topic, by considering Population, Issue, Context and Outcome. A 
final set of key words was combined and entered into each of the databases. Where available, 
official subject headings or controlled vocabulary terms were browsed and database-specific 
terms were added to the strategy. No restrictions were placed on the date of publication. A 
subject librarian was consulted in the development of the strategy; the final set of search 
terms, Boolean operators, and restrictions utilised for each database can be seen in Appendix 
1-A. The initial search produced 4226 papers (including duplicates) that were potentially 
relevant. 
Selecting Studies 
The inclusion criteria were: (1) Research articles published in a peer-reviewed 
academic journal; (2) Significant focus on the experience of adult (aged 18 years and over) 
informal caregivers or family members; (3) Caring for adults (aged 18 years and over) with a 
TBI; (4) In a community (ie. not inpatient or residential care) setting; (5) Qualitative research 
methods grounded in participant quotes. The exclusion criteria were: (1) Primary focus on 
development/evaluation of measures/services; (2) Primary focus on outcomes of people with 
TBI or beliefs about TBI; (3) Research involving individuals with disorders of consciousness; 
                                                          
3
 A search in which most, or all, of the documents on a topic are retrieved, in contrast to high-precision searches 
in which a smaller number of mostly relevant documents are retrieved. 
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(4) Research involving a mixed sample where findings related to caregivers are not presented 
separately; (5) Research involving veterans with TBI; (6) Articles not published in English.  
Large samples in qualitative reviews can create difficulties in carrying out an 
appropriate depth of analysis, thereby impacting the validity of the findings (Sandelowski, 
Docherty, & Emden, 1997). Consequently, it was important to ensure a specific focus on the 
research question when selecting studies and to maintain a suitable level of homogeneity 
across that selection. Criteria relating to the target population were set where groups were not 
sufficiently similar, for example, children as caregivers, adults caring for disabled children, 
families caring for veterans, and families caring for people with disorders of consciousness. 
These groups tend to be researched as distinct populations (see Brown, Whittingham, 
Sofronoff, & Boyd, 2013; Buera-Prinzi & Perlesz, 2004; Carlozzi et al., 2016; Giovannetti, 
Černiauskaitė, Leonardi, Sattin, & Covelli, 2015, for recent examples) and are likely to 
require dedicated systematic review. Similarly, the experience of caring for a relative in the 
community was considered to be qualitatively different to the experience of supporting a 
relative on an acute ward or during transition home; these have also been researched as 
separate samples (e.g. Keenan & Joseph, 2010; Nalder, Fleming, Cornwell, & Foster, 2012).  
During screening it became apparent that a number of studies used qualitative methods 
to inform the development of measures or services. These studies were excluded as they 
tended to shift the focus away from the lived experience of being a caregiver and often 
entailed superficial analysis. Studies which explored the outcomes of people with TBI, 
through the reports of their caregivers, or focused on general beliefs about TBI were excluded 
for the same reasons.  
The process of identifying papers can be seen in Figure 1 and a full breakdown of 
reasons for exclusion in Appendix 1-B. A number of papers were duplicated and these were 
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removed before screening the titles and abstracts of the remaining papers in accordance with 
the inclusion and exclusion criteria; papers were excluded where sufficient information was 
available to support a decision. Full texts of the remaining papers (n=68) were obtained and 
reviewed in order to establish those appropriate for inclusion. The reference lists of the 
selected papers were searched by hand and no further eligible papers were located. A total of 
15 papers were identified for inclusion. 
[INSERT FIGURE 1 HERE] 
Appraisal and Characteristics of Selected Studies 
The 15 selected papers were appraised individually and comparatively in order to 
establish the quality (Table 1) and characteristics (Table 2) of the research. Quality of the 
papers was assessed using the Critical Appraisal Skills Programme (CASP, 2013), which 
provides a framework for reviewing qualitative research across eight areas. Studies were not 
excluded based on the outcome of the quality appraisal, as it is acknowledged that only the 
written account of the study can be appraised as opposed to the research itself (Sandelowski 
& Barroso, 2007).  
[INSERT TABLE 1 HERE] 
[INSERT TABLE 2 HERE] 
Comparative appraisal of papers involved ascertaining the range and prevalence of 
topics and enabled the identification of multiple reports presenting findings from a common 
sample (Sandelowski & Barroso, 2007). Three papers published by Wongvatunyu and Porter 
(2005, 2008, 2008b) analysed the same set of data; these were all included in the review as 
each paper presented additional participant quotes and author interpretations. Despite the 
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increased amount of findings from one sample, a degree of triangulation is likely due to the 
inclusion of 12 other papers in the synthesis (Finfgeld-Connett, 2010). 
The selected papers were published between 1996 and 2017, originating from the USA 
(n=8), Australia (n=2), Sweden (n=2), Botswana (n=1), Canada (n=1), and the UK (n=1). The 
total sample of caregivers included 458 participants (336 female, 113 male, 9 unknown, with 
gender inferred from relationship where possible). This is consistent with a greater number of 
working age females becoming caregivers in the population as a whole (Dahlberg, Demack, 
& Bambra, 2007). The age of caregivers, where reported, ranged from 18-78 years. The age 
of individuals with TBI, where reported, ranged from 18-75 years. Injury severity was most 
often reported as moderate-severe, with one study including people with complex mild TBI 
(Hammond, Davis, Whiteside, Philbrick, & Hirsch, 2011). The time since TBI was up to 26 
years, where papers reported on this. The relationship between the caregiver and person with 
TBI was sibling for the majority of participants (n=292), due to one very large study which 
collected data from 280 siblings (Degeneffe & Olney, 2008). Other relationships were 
spouses (n=72), partners (n=45), parents (n=39), children (n=3), friends (n=2) and ex-spouse 
(n=1), with some relationships not reported (n=4). 
The aims of the studies generally focused on the experience or long term impact of 
caring for a relative with TBI, sometimes with specific focus on caregiver burden. Two 
studies aimed to explore the impact on relationships and family life (Hammond et al., 2011; 
Wongvatunyu & Porter, 2008) and three studies focused on specific aspects of caregiving, 
such as supporting decision making or managing challenging behaviour (Bodley-Scott & 
Riley, 2015; Knox, Douglas, & Bigby, 2015; Tam, McKay, Sloan, & Ponsford, 2015). Data 
collection involved interviews (n=9), focus groups (n=2) and essay data from written surveys 
(n=2). Methods of data-analysis were reported to be various phenomenological methods of 
interpretation (n=5), thematic analysis (n=4), grounded theory (n=3), content analysis (n=1), 
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descriptive analysis and intersubjective dialogue (n=1), and unspecified qualitative 
interpretive method (n=1).  
In contrast to methods requiring that studies report a similar philosophical position (e.g. 
Noblit & Hare, 1988), Sandelowski and Barroso (2007) advocate classification of findings on 
a spectrum ranging from topographical surveys to interpretive explanation. The findings from 
papers in the present review were classified as either conceptual/thematic descriptions or 
interpretive explanations, which are considered amenable to metasynthesis. Implicit in the act 
of conducting a metasynthesis is the acknowledgement that “‘results’ exist and are subject to 
synthesis through an empirical view” (Ludvigsen et al., 2016, p.322). However, the above 
classification of findings justifies incorporating papers that report a constructivist stance in a 
metasynthesis. This allows a pragmatic approach and means that a suitably wide range of 
qualitative literature can be synthesised. 
Analysis and Synthesis 
Sandelowski and Barroso (2007) recommend preceding an interpretative synthesis with 
a “quantitatively oriented aggregation of qualitative findings” (p.151); a metasummary of the 
findings was therefore completed based on topical similarities. Manifest frequency effect 
sizes were calculated to ascertain the frequency of occurrence of findings. The number of 
papers containing a particular finding (minus any duplicate papers reporting the same 
finding) was divided by the total number of included papers (minus duplicates reporting the 
same finding). Intensity effect sizes were calculated by dividing the number of findings 
reported in a single paper by the total number of findings, thereby showing the relative 
contribution of each paper. 
Completion of the metasummary involved the researcher immersing themselves in the 
data and becoming familiar with aspects of the caregiver experience which were most 
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frequently reported, or carried the most weight. It also allowed early conceptualisation of 
how these salient aspects may be related to one another. In this sense, the metasummary acted 
as a “bridge” (Sandelowski & Barroso, 2007, p.151) to subsequent metasynthesis; while the 
metasummary focused on individual findings retrieved from reports, the metasynthesis aimed 
to provide a sense of the caregiving experience as a whole. During this second stage of 
analysis, a process of reciprocal translation and synthesis of concepts was carried out. 
Authors’ second order interpretations were re-conceptualised and presented as a set of third 
order interpretations, which can be seen as greater than the sum of its parts (Finfgeld, 2003). 
Results 
Metasummary 
A total of 72 abstracted findings were identified on the basis of surface-level 
similarities within the papers. Findings were grouped according to six topics: (1) Perceived 
changes in the person with TBI; (2) Negative impact of care giving; (3) Positive aspects of 
care giving; (4) Coping and adaptation; (5) Relationships and roles; (6) Professionals and 
services. Abstracted findings with frequency effect sizes >25% are displayed in Table 3 and a 
full set of abstracted findings can be seen in Appendix 1-C. The contribution of each paper to 
the metasummary findings, assessed through the calculation of intensity effect sizes, ranged 
from 6% to 51% (Appendix 1-C). Papers with more restricted word counts contributed less to 
the metasummary, along with papers that presented caregiver’s experiences as only a portion 
of the overall findings.  
[INSERT TABLE 3 HERE] 
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Metasynthesis 
The metasynthesis findings are presented below as three themes: (1) A new path with 
an unknown person; (2) Navigating the new terrain; (3) Strong supports or crumbling 
foundations. The reciprocal translation of themes is summarised in Table 4. A model of 
caregiving incorporating findings from both the metasummary and the metasynthesis stages 
of analysis can be seen in Figure 2. 
 [INSERT TABLE 4 HERE] 
[INSERT FIGURE 2 HERE] 
A new path with an unknown person. 
This theme encapsulates caregivers’ experience of changes following TBI, resulting in 
a feeling that their injured relative had become a ‘different’ person. These changes directly 
impacted upon caregivers’ roles and responsibilities, creating a new life path. Caregivers 
variably made a conscious commitment to the journey ahead or felt swept up in the changes. 
Changed identity of the injured relative. 
TBI occurred suddenly (Jumisko, Lexell, & Söderberg, 2007) and caregivers found 
themselves with a different person as a relative: “I am still confused, however, as to who is 
this man I live with, and where is the other one, I unconsciously wait for him to return” 
(Chwalisz & Stark-Wroblewski, 1996, p.33). Changes in personality and behaviour most 
contributed to the sense that the person was no longer the same. Some caregivers received 
verbal and physical abuse, due to increased irritability and aggression in the person with TBI 
(Bodley-Scott & Riley, 2015; Kratz, Sander, Brickell, Lange, & Carlozzi, 2017; Tam et al., 
2015). Injured relatives were perceived to have cognitive losses (Chwalisz & Stark-
Wroblewski, 1996) and became more rigid and egocentric. Spouses, in particular, 
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experienced a lack of warmth and affection from their injured partner and missed their sense 
of humour (Bodley-Scott & Riley, 2015).  
Caregivers felt a sense of loss for the ‘old’ person and sometimes reacted with anger 
and frustration due to having to adjust to this ‘new’ person (Bodley-Scott & Riley, 2015; 
Kratz et al., 2017). Changes in behaviour could be experienced as embarrassing (Jumisko et 
al., 2007) or perceived as immature: “It’s like a childish 2 or 3 year old that will have a 
tantrum on the floor” (Tam et al., 2015, p.815). Nonetheless, some caregivers identified 
enduring personality traits or viewed the changes positively (Bodley-Scott & Riley, 2015; 
Wongvatunyu & Porter, 2008b).  
Committing to the journey. 
Changes in the person with TBI translated into reduced independent participation in the 
home and community (Degeneffe & Olney, 2008; Tam et al., 2015). Caregivers’ lives were 
thrown onto a new path as they experienced physical, emotional and life situation changes 
along with a sense of constant responsibility (Chwalisz & Stark-Wroblewski, 1996; Engström 
& Söderberg, 2011; Jumisko et al., 2007; Mbakile-Mahlanza, Manderson, Downing, & 
Ponsford, 2016). Caregivers often experienced changes in their own occupation, either giving 
up work to provide care or alternatively having to take on employment responsibilities 
(Hammond et al., 2011; Tam et al., 2015). There was an overall sense of losing the life that 
was once theirs: “I had to give up my job, and my life, and my home, and all excitement... 
you kind of put your whole life on hold” (Wongvatunyu & Porter, 2008b, p.1067). 
The nature of relationships could change, with some caregivers likening the 
relationship with their injured relative with one of ‘parent and child’ (Hammond et al., 2011; 
Jumisko et al., 2007). This change was experienced more negatively within a marriage or 
partnership. Hammond et al. (2011) noted gender differences in that wives resented their new 
EXPERIENCES OF CAREGIVING FOLLOWING TBI 1-17 
 
role: “He doesn’t have the motivation. He can literally sit in a chair all weekend... And I 
think, ‘is this what my life is supposed to be like?’ And I’m angry...” (p.74). Husbands, on 
the other hand, seemed to view caregiving as a natural extension of the spouse role and 
accepted it with more ease. Mothers of adult children had an ongoing commitment to 
parenting: “She was wearing diapers when she came home from the hospital, just like a 
baby... It was just like starting over” (Wongvatunyu & Porter, 2008b, p.1066). There was a 
sense of returning to a previously familiar role, as opposed to the fundamental change 
experienced by spouses.  
Emotional connections were also affected. Some spouses were unable to love their 
injured partner in the same way and struggled to face the path ahead: “I don’t love the person 
he is now. I don’t even like him – he’s so horrible to us” (Bodley-Scott & Riley, 2015, 
p.213). Caregivers’ commitment to the journey was sometimes pragmatic, for example, to 
provide a stable home for the children. For others, there were thoughts of separation and 
divorce (Chwalisz & Stark-Wroblewski, 1996). Conversely, feelings of love could transcend 
the injury (Knox et al., 2015).  
Navigating the new terrain. 
Caregivers needed to make sense of the new layout of their lives to find direction. They 
developed coping strategies which varied depending on how they understood and felt about 
their situation; these strategies subsequently impacted further upon wellbeing.  
Establishing direction. 
Caregivers invested their resources into making sense of the changes in the person with 
TBI. Through ongoing interaction, they reflected on behaviour and communication (Knox et 
al., 2015). Triggers for behaviours were identified and linked to what the caregiver knew 
EXPERIENCES OF CAREGIVING FOLLOWING TBI 1-18 
 
about brain injury: “At the end of the day, we all have bad days and we [family] think it’s his 
way of lashing out a bit... His way of communicating is through his banging and you know 
trying to grab” (Tam et al., 2015, p.818). 
An in-depth understanding provided caregivers with direction in terms of developing 
proactive strategies to support their injured relative; these strategies were continued when 
they worked well and refined as needed (Knox et al., 2015). Challenging behaviour was 
addressed by setting limits and prompting time outs (Tam et al., 2015; Wongvatunyu & 
Porter, 2008b) and approaches to communication were altered as caregivers “[learned] a 
different language... a different way of speaking” (Knox et al., 2015, p.750). Routines and 
lists were developed, constituting a support for the injured person to lean on, while 
minimising the weight placed on the caregiver (Kao & Stuifbergen, 2004; Wongvatunyu & 
Porter, 2005). Caregivers promoted the independence of the person with TBI by giving them 
control over their lives, to the extent that they could manage this. Overall, increased 
understanding of changes resulted in more successful management (Bodley-Scott & Riley, 
2015). 
Failed attempts at making sense of changes resulted in caregivers feeling stranded 
without a way forward. Equally, significant levels of negative emotion and perceived lack of 
control resulted in fear and hopelessness: “Scary really, actually. He says that he- he said 
when he’s in the moods that he feels that he can’t stop” (Bodley-Scott & Riley, 2015, p.211). 
These caregivers did not have the energy or inclination to adapt their communication 
approach and gave up on conversation. They opted out of decisions or went along with the 
injured person’s controlling behaviour through fear of the consequences (Bodley-Scott & 
Riley, 2015; Knox et al., 2015). Escape felt like the only option: “Staying out of the house, 
avoiding him, because I don’t know how to deal with him anymore...” (Hammond et al., 
2011, p.73). 
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Finding a way to keep going. 
Some caregivers found a route forward through hope and acceptance, seeking out 
positives to focus on: “I try to be philosophical and just you know, enjoy life...” (Tam et al., 
2015, p.818). They looked for signs of improvement and this fuelled feelings of hope, pride, 
and happiness (Engström & Söderberg, 2011; Wongvatunyu & Porter, 2008b). Caring was a 
priority and the new role was wholeheartedly embraced: “In my heart I knew I had to look 
after him. I put my heart and soul into caring for him...” (Mbakile-Mahlanza et al., 2016, 
p.563). However, recurrent disappointments regarding recovery could diminish hope (Kao & 
Stuifbergen, 2004). For some, hope was a defence mechanism to deal with the unacceptable 
reality of the injury; hope for a miracle was intertwined with despair and longing for the past 
(Hammond et al., 2011). 
Caregivers drew on personal resources, such as personality traits and organisational 
skills, where they had confidence to do so (Chwalisz & Stark-Wroblewski, 1996). Parent 
caregivers developed contingency plans for the future and siblings felt more able to assume 
care giving responsibilities when these plans were in place (Degeneffe & Olney, 2008; 
Wongvatunyu & Porter, 2005). Advocacy ensured the best possible resources for the path 
forward: “I write letters to every single person who tells me no. I stay up all night and I write 
letters and complaints...” (Kratz et al., 2017, p.24).  
Caregivers acknowledged the importance of maintaining their own mental and physical 
energy levels, taking opportunities for rest when possible (Tam et al., 2015; Wongvatunyu & 
Porter, 2005). Some drew upon religion for strength (Chwalisz & Stark-Wroblewski, 1996; 
Mbakile-Mahlanza et al., 2016; Tam et al., 2015) and others incorporated activities which 
helped them maintain their identity: “I find the best thing for me is the painting. When I go in 
my space... I’m something other than a carer” (Tam et al., 2015, p.818). 
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Strong supports or crumbling foundations. 
Wider context intensified or relieved any negative emotional impact of providing care. 
Where strong supports were present, caregivers leaned on these to feel safe and empowered. 
However, there was more often a sense that existing foundations were crumbling, leaving 
caregivers increasingly isolated and hopeless. 
Having a wider team. 
Family relationships could become closer following TBI, particularly where family 
members appreciated caregivers’ efforts and did not let the injury define their relationship 
with the person with TBI (Jumisko et al., 2007; Wongvatunyu & Porter, 2008). Alternatively, 
formerly close relationships could suffer (Chwalisz & Stark-Wroblewski, 1996; Tam et al., 
2015). It was especially disappointing when relatives were involved soon after the injury 
before drifting away (Jumisko et al., 2007). Caregivers felt guilty for neglecting other family 
members due to their new responsibilities; they found themselves investing energy into 
maintaining or rebuilding relationships, rather than being able to draw on them for support 
(Engström & Söderberg, 2011; Jumisko et al., 2007). 
Similarly, wider social support networks began to collapse (Chwalisz & Stark-
Wroblewski, 1996) as friends didn’t always recognise what the caregiver was dealing with 
(Jumisko et al., 2007; Kratz et al., 2017; Mbakile-Mahlanza et al., 2016). There was a sense 
of being judged or criticised by others (Kratz et al., 2017; Mbakile-Mahlanza et al., 2016) 
which left caregivers feeling alone and misunderstood: “...the heartbreak of head injury is that 
we caregivers are voices crying in the wilderness – ‘but you just don’t understand’” 
(Chwalisz & Stark-Wroblewski, 1996, p.34). The social isolation of the person with TBI 
encompassed the caregiver too (Engström & Söderberg, 2011; Lefebvre, Cloutier, & Josee 
Levert, 2008); they experienced sadness and loss as fewer people stopped to say ‘hello’ and 
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previously shared friendships slipped away: “I don’t fit anymore. A lot of our friends were 
couples” (Kratz et al., 2017, p.30). Where friendships did endure and were a source of 
support, this was of enormous value to caregivers (Chwalisz & Stark-Wroblewski, 1996; Tam 
et al., 2015). 
Positive relationships with professionals allowed caregivers to feel safe and supported 
in their roles; they were able to see things more clearly and this had a positive impact on 
everyday life (Chwalisz & Stark-Wroblewski, 1996; Jumisko et al., 2007; Tam et al., 2015; 
Wongvatunyu & Porter, 2008b). However, professionals were not always experienced as 
helpful and were regularly a source of frustration. They were perceived as lacking in 
knowledge and not investing sufficient time in supporting families (Chwalisz & Stark-
Wroblewski, 1996; Wongvatunyu & Porter, 2008b). Relatives’ perspectives were not taken 
into account: “They don’t listen to us who are close to her and know what she needs...” 
(Jumisko et al., 2007, p.361). Caregivers were in a relatively weak position and had little 
sense of control over what was going to happen and why: “I knew there was a day when we 
were going home. I was scared that meant Dan wasn’t going to get any better” (Wongvatunyu 
& Porter, 2008b, p.1068). Enduring relationships with empathic and knowledgeable 
professionals were desired in order that caregivers had somewhere to turn (Kratz et al., 2017), 
particularly in emergency situations (Tam et al., 2015).   
Availability of resources. 
Financial security provided a strong support for caregivers and their injured relative. 
Options for accessing resources were increased when money was available (Chwalisz & 
Stark-Wroblewski, 1996). When income was interrupted, this could have immediate effects 
in terms of caregivers’ abilities to meet their families’ basic needs, especially when the 
person with TBI had previously filled this role (Mbakile-Mahlanza et al., 2016; 
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Wongvatunyu & Porter, 2008). Negative emotions were heightened in the absence of this 
security: “The burden of recovery is one thing – having to worry about the finances too is 
quite overwhelming” (Chwalisz & Stark-Wroblewski, 1996, p.33).  
Caregivers experienced a lack of services and information. Where building of supports 
had begun in acute rehabilitation, this was often experienced as crumbling following the 
move back to the community (Kratz et al., 2017; Lefebvre et al., 2008; Wongvatunyu & 
Porter, 2008). Services did not continue or adapt according to the evolving needs of families; 
there were concerns that there would be nowhere to turn in difficult times (Chwalisz & Stark-
Wroblewski, 1996). Availability of services varied depending on where the family lived and 
some families considered moving (Wongvatunyu & Porter, 2008). This resulted in further 
loss of important relationships and informal support. Caregivers identified a need for respite 
(Kratz et al., 2017) but perceived paid carers as undertrained and residential facilities as 
unsuitable for promoting their relatives’ independence (Tam et al., 2015).  
Caregivers felt unprepared and regretted they were not given information sooner 
(Chwalisz & Stark-Wroblewski, 1996; Mbakile-Mahlanza et al., 2016). Services had not 
considered when information might be best received by families, who varied in terms of their 
ability to process information: some caregivers would have preferred to have information 
about long term financial aid soon after the injury, whereas others said it “would not register” 
during the acute phase (Wongvatunyu & Porter, 2008b, p.1068). Lack of information about 
available community services left caregivers with little stable ground to build upon when 
their relative was discharged from hospital (Jumisko et al., 2007; Mbakile-Mahlanza et al., 
2016; Wongvatunyu & Porter, 2008b). 
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Discussion 
Outcomes for caregivers following TBI are mixed. However, the synthesis presented 
above provides an overview of potential key aspects of the caregiving experience. The 
metasummary notably indicates that negative experiences were far more frequently reported 
by caregivers than positive ones. However, this may be a representation of who is more likely 
to take part in research. Indeed, a number of the studies focused specifically on challenging 
behaviour or personality changes, which have been linked with poorer outcomes for 
caregivers (Claude Blais & Boisvert, 2005; Kreutzer, Gervasio, & Camplair, 1994). 
Furthermore, personality and behaviour changes were most frequently reported across this 
sample, regardless of study focus. Negative outcomes most often included financial 
difficulties, feeling isolated and stuck, and feeling burdened, stressed and overwhelmed; these 
are all consistent with previous research (Degeneffe et al., 2011; Kreutzer, Gervasio, et al., 
1994; Minnes et al., 2000; Ponsford et al., 2003).  
The theme ‘a new path with an unknown person’ highlights the experience of the 
injured relative’s identity being changed. Specific neuro-behavioural sequalae are linked with 
negative caregiver outcomes (Machamer et al., 2002; Mazlan et al., 2016; Sander et al., 2013; 
Simpson & Jones, 2013) and the current synthesis suggests this might be due to the 
significant impact upon the emotional connection within the relationship. This was 
particularly the case for spouses. There was a felt sense of loss which seemed more profound 
than the purely cognitive appraisals of deficits suggested by some of the previous research 
(Oddy, Humphrey, & Uttley, 1978). However, certain behavioural changes did appear to be 
appraised in light of societal norms, for example, perceiving behaviours as childish or 
embarrassing. Caregivers lives were thrown onto a new path and the fundamental nature of 
relationships changed. There was evidence that changes in role may be experienced 
differently for spouses as opposed to parents, with parents returning to a previously familiar 
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role. The nature of the relationship between the caregiver and injured person should be taken 
into account in research and clinical practice (Florian & Katz, 1991; Lezak, 1988; Serio et al., 
1995).  
Caregivers needed to make sense of the new layout of their lives to find direction, 
which was encapsulated in the theme ‘navigating the new terrain’. Caregivers invested 
resources into making sense of the changes in their relative, in order to establish a direction 
for implementing proactive strategies. This could be seen as problem-focused coping 
(Lazarus & Folkman, 1984) and suggests that caregivers saw themselves as having the 
resources needed to cope with potentially stressful behaviours on the part of their injured 
relative. Indeed, there was a sense of increased confidence where caregivers viewed 
themselves as having relevant personal qualities, such as organisational and advocacy skills. 
On the other hand, failed attempts at making sense of the changes resulted in a perceived lack 
of control and a sense of hopelessness, perhaps indicative of a bidirectional relationship 
between experienced success of coping strategies and appraisal of subsequent threats 
(Chwalisz, 1992). An understanding of changes is, therefore, key for implementation of 
suitable strategies; this, in turn, is likely to result in improved sense of direction and 
perception of ability to cope in future. 
Evidence of emotion-focused coping leading to negative outcomes (Claude Blais & 
Boisvert, 2005; Rivera et al., 2008; Sander et al., 1997) could be seen, with some relatives 
longing for the past and feeling despair. However, it is important to note that not all emotion-
focused coping was unhelpful. Having a positive outlook and practicing acceptance resulted 
in caregivers feeling equipped to keep going. Some even experienced a degree of positive 
growth due to taking on the caregiving role (Cohen et al., 2002). 
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The final theme of ‘strong supports or crumbling foundations’ summarised the way in 
which the wider context could intensify or relieve any negative emotional impact of 
caregiving. There was an overall sense that there were few relationships that caregivers could 
draw up on for support, largely due to others not understanding what they were going 
through. Additionally, some caregivers felt that they needed to invest increased effort into 
maintaining family relationships This highlights the importance of not only considering the 
objective presence of a social network, but also the caregiver’s subjective sense of whether 
these relationships are a potential source of support (Ergh, Hanks, Rapport, & Coleman, 
2003). Caregivers reported concerns about the social isolation of their injured relative and 
also felt isolated themselves. The latter was partly due to the increased caregiving 
responsibilities resulting in a lack of time and energy to invest in maintaining relationships. 
However, there was also a sense that the loss of relationships experienced by the person with 
TBI could envelop the caregiver, suggesting a potential link between relatives’ post-injury 
deficits in social skills and caregivers’ loss of social support. This may partly explain the 
feeling in the current synthesis that the disintegration of social supports is outside of 
caregivers’ control. 
The availability of specialist services was generally reported to be insufficient which 
reflects previous research findings (Gan et al., 2010; Kolakowsky-Hayner, Miner, & 
Kreutzer, 2001). Given that caregivers frequently engaged in advocacy and information 
seeking behaviours, it seems that a lack of appropriate coping skills is unlikely to account for 
this experience. For example, some caregivers were prepared to move house to be closer to 
services. Information was reported to be similarly lacking and this is also consistent with 
previous research (Bond, Draeger, Mandleco, & Donnelly, 2003; Gan et al., 2010). 
Professionals play an important role in ensuring that information is shared with caregivers at 
appropriate times but were often experienced as unhelpful and lacking in knowledge. The 
EXPERIENCES OF CAREGIVING FOLLOWING TBI 1-26 
 
way in which they related to families could perpetuate feelings of loss of control associated 
with the sudden onset of TBI (Chronister et al., 2016). It was important to families that 
relationships with professionals endured so that they had somewhere to turn in emergency 
situations, suggesting that simply knowing the option for support is there creates a feeling of 
safety. 
Finally, the findings of this metasynthesis indicate a loss of material resources such as 
financial support (Kreutzer, Serio, et al., 1994; Ponsford et al., 2003). This was generally 
associated with the injured relative and/or the caregiver experiencing a loss of occupation 
following the injury. International research has explored relationships between social 
determinants and mental health (e.g. Friedli, 2009), and loss of finances may have a 
significant negative effect on families. Where financial resources were available, caregivers’ 
options for accessing resources were increased, thereby improving their ability to make 
positive changes. 
Clinical Implications 
It was notable that the caregivers in these studies offered a number of solutions in 
regards to the difficulties they experienced. In particular, they wanted consistent support from 
services, which was adapted appropriately as rehabilitation progressed. Caregivers also 
expressed that professionals should have adequate knowledge of TBI, but also needed to 
listen to family members who knew the individual best. Communication and shared decision 
making should be a priority, in order that services do not inadvertently contribute to caregiver 
feelings of powerlessness. Caregivers felt that they lacked somewhere to turn in emergency 
situations, and would have appreciated having a pathway available to gain support.    
Some caregivers experienced negative emotional impact, because of changes to their 
relative and to their own lives. This suggests the need for support regarding emotional 
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responses to the caregiver role (Chronister et al., 2016). The experiences of these participants 
also provide evidence of the importance of caregiver appraisals and use of coping strategies, 
which does support the use of interventions targeted at increasing caregivers’ problem 
solving skills (Powell, Fraser, Brockway, Temkin, & Bell, 2016) or understanding of TBI. 
However, the review has highlighted the experience of necessary supports falling away, even 
where caregivers demonstrate problem-focused coping behaviours; this affirms the 
importance of intervening at the environmental level by ensuring that strong supports are in 
place. Failure to cope may otherwise result in a sense of hopelessness. Group intervention 
involving caregiver peers may provide valuable social contact and support (Couchman, 
McMahon, Kelly, & Ponsford, 2014). In addition, links between health and social care are 
important; families were negatively impacted by financial difficulties and lacked suitable 
opportunities for respite. 
Strengths and Limitations 
Strengths of the current review include its high-recall search strategy and systematic 
approach to selecting studies. The process of synthesising the literature followed an 
established and detailed framework (Sandelowski & Barroso, 2007), which allows the reader 
to understand and potentially replicate the method. The included studies were conducted 
across a range of settings and utilised a variety of methods, meaning that findings are more 
likely to be robust across differing contexts (Lincoln & Guba, 1985). Papers were appraised 
as being good quality; although reflexivity was most often lacking in evidence, this can be 
due to limitations on publication length rather than lack of reflexivity in practice. A further 
strength is the completion of both a metasummary and metasynthesis when analysing the 
data. The metasummary provides a surface-level aggregation and description of currently 
available qualitative research, which allows the frequency of findings and the relative 
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contribution of each paper to be established. The metasynthesis extends this by making third 
order interpretations to further the understanding of caregiver experiences. 
Limitations include the inevitable presence of author assumptions at both the second 
and third order interpretation stages. Sandelowski and Barroso (2007) acknowledge that a 
reviewer can only synthesise the reports of studies in terms of the findings, rather than the 
original participant’s experience. However, quotes from participants were included so as to 
maintain at least some degree of connection with the first-order accounts; reflexivity was 
considered throughout the process. Qualitative research has been criticised for having a lower 
generalisability of findings when compared to quantitative designs (Finfgeld-Connett, 2010), 
which is certainly the case if the defined criteria for generalisability in quantitative research 
are considered. The present synthesis aims for idiographic generalisation, “drawn from and 
about informationally representative cases”, rather than applying generalisations from 
statistically representative samples to populations as a whole (Sandelowski & Barroso, 2007, 
p.2). Finally, due to the need for a manageable amount of data for synthesis, studies which 
primarily focused on the development or evaluation of measure and services were excluded 
from the review. It is acknowledged that these studies may have provided additional findings 
related to the caregiver experience and these may warrant separate review in future. 
Future Research 
Continued research on the association between environmental supports and caregiver 
coping following TBI would be beneficial. In addition, the qualitative literature in the present 
review reported more negative experiences than positive. Indeed, some studies focused on 
aspects of the caregiving situation that are inherently challenging to manage, such as 
behavioural problems following TBI. More quantitative research is emerging which focuses 
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on positive outcomes for caregivers; there would be a benefit to carrying out qualitative 
research in this area to further improve understanding of the experience.  
Conclusion 
This systematic review identified 15 qualitative papers exploring the experience of 
caregiving following TBI. Findings were analysed using metasummary and metasynthesis 
approaches (Sandelowski and Barroso, 2007). Caregivers often experienced their injured 
relative as a ‘different person’ which resulted in feelings of loss; some made a conscious 
choice to commit to the journey ahead while others felt powerless and swept along by events. 
Resources were directed at attempting to form an understanding of the person with TBI, in 
order to establish coping strategies. Successful coping led to improved sense of direction, 
whereas failed attempts could result in hopelessness. Notably, caregivers often experienced 
wider supports as crumbling beneath them following discharge from acute care.  
The findings suggest that although individual intervention may be beneficial, this 
should be accompanied by comprehensive assessment of wider supports. Without necessary 
foundations in place, individualised skills training may be unhelpful or detrimental. Social 
support networks should be assessed in terms of subjective perception, as caregivers were not 
always able to draw on support from the people around them. Group family interventions are 
likely to be beneficial in terms of expanding social support by connecting with others who 
understand, thereby reducing feelings of isolation. Caregivers need access to long-term 
support from services and knowledgeable professionals, with communication and shared 
decision making being a priority. 
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 Yes (Y) indicates that this aspect has been appraised as being sufficiently evident in the research paper, whereas No (N) indicates that there is a lack of evidence. 
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Table 2. Reported characteristics of selected studies 
Paper Research aim/question Methodology and setting Participant demographics 
 
Bodley-Scott & Riley. (2015) 
 
 
To explore how social, 
behavioural and emotional 
changes are experienced by 
partners of persons with TBI.  
 
 
Data collection: Interviews on two 
separate occasions.  
Analysis: Interpretative 
Phenomenological Analysis.  
Setting: Recruitment through NHS 
outpatient brain injury service and head 




Sample size: n= 5; Age range: 29-42 years; 
Gender: All female; Relationship to person 
with TBI: Partner. 
Age of person with TBI: 27-49 years; Severity 
of TBI: Not reported; Time since TBI: 9 
months to 7 years. 
 
 




To add to the current body of 
research in the area of caregiver 
burden among spouses of brain 
injured persons by capturing the 
subjective experience of 
caregivers. 
 
Data collection: Essay data provided as 
part of a larger quantitative study of 
caregiver burden.  





Sample size: n=27; Age range: Not reported; 
Gender: Female (n=26), Male (n=1). 
Relationship to person with TBI: Spouses. 
Age of person with TBI: Not reported; 
Severity of TBI: Not reported; Time since 
TBI: Not reported. 
 




To gain a comprehensive and 
contextual understanding of 
future concerns of siblings of 
people with TBI. 
Data collection: Written surveys 
including open ended questions. 
Analysis: Grounded theory.  
Setting: Recruitment through state 
chapters of the Brain Injury Association 




Sample size: n=280; Age range: 18 years and 
over; Gender: Female (n=201), male (n=79); 
Relationship to person with TBI: Siblings. 
Age of person with TBI: Range not reported, 
M=36.73; Severity of TBI: Not reported; Time 




                                                          
5
 Assumption made that caregivers and individuals with TBI are adults (spouses) 
6
 Assumption made that individuals with TBI are adults (M=36.73). 
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Paper Research aim/question Methodology Participant demographics and setting 
 





To describe transitions as 
experienced by the close 
relatives of people with TBI. 
 
Data collection: Interviews. 
Analysis: Qualitative interpretative 
method. 
Setting: Participants’ homes. Sweden. 
 
Sample size: n=5; Age range: 36-76 years; 
Gender: All female; Relationship to person 
with TBI: Mother (n=3), sister (n=1), wife 
(n=1). 
Age of person with TBI: Not reported; 
Severity of TBI: Not reported; Time since 
TBI: 10-26 years. 
 
Hammond et al. (2011) To examine how a spouse who 
has experienced TBI affects the 
marital relationship. 
Data Collection: Gender specific focus 
groups. 
Analysis: Constructivist approach to 
grounded theory. 
Setting: Recruitment through 
rehabilitation service. USA 
 
 
Sample size: n=10; Age range: 40-75 years; 
Gender: Female (n=5), male (n=5); 
Relationship to person with TBI: Spouse. 
Age of person with TBI: Over 18 years of age; 
Severity of TBI: Complex mild to severe; 
Time since TBI: 4-12 years. 
 
Jumisko et al. (2007) To elucidate the meaning of 
close relatives’ experiences of 
living with a person with 
moderate or severe TBI. 
Data Collection: Qualitative research 
interviews.  
Analysis: Phenomenological 
hermeneutic method of interpretation.  
Setting: Participants’ homes. Sweden. 
 
 
Sample size: n=11; Age range: 28-56 years; 
Gender: Not reported; Relationship to person 
with TBI: mother (n=2), father (n=1), partner 
(n=2), sibling (n=2), child (n=1). 
Age of person with TBI: 23-50 years; Severity 




Kao & Stuifbergen (2004) What is the experience of 
having a traumatic brain injury? 
What is mothers’ experience of 
having a traumatic brain injured 
child? 
Data collection: Interviews with guide.  
Analysis: Phenomenologic analysis 
techniques across mother-child dyads 
and then for each data set individually.  
Setting: Participants were recruited 
through the Brain Injury Association of 
Colorado. USA.  
 
Sample size: n=12; Age range: 44-58 years; 
Gender: All female; Relationship to person 
with TBI: Mother. 
Age of person with TBI: 18-25 years; Severity 
of TBI: Severe; Time since TBI: 2-12 years. 
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 Assumption made that people with TBI are adults (caregivers aged 36-76) 
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Paper Research aim/question Methodology Participant demographics and setting 
 





To develop an understanding of 
decision-making grounded in 
the experiences of the spouses 
of adults with severe TBI. 
 
Data collection: Interviews on two 
occasions. 
Analysis: Grounded theory 
Setting: Recruited through community-
based brain injury services and service 
provider networks. Australia. 
 
 
Sample size: n=4; Age range: Not reported; 
Gender: male (n=3), female (n=1); 
Relationship to person with TBI: Spouse 
(n=2), partner (n=2). 
Age of person with TBI: 42-47 years; Severity 
of TBI: Severe; Time since TBI: 8-19 years. 
 
 
Kratz et al. (2017) To examine how parent and 
partner caregivers of individuals 
with moderate-severe TBI 
describe their quality of life in 
the context of their caregiving 
role. 
Data collection: Focus groups.  
Analysis: Thematic content analysis. 
Setting: Rehabilitation centres. USA. 
Sample size: n=52; Age range: 34-78 years; 
Gender: Female (n=40), male (n=12); 
Relationship to person with TBI: Father (n=8), 
mother (n=23), husband (n=4), wife (n=17). 
Age of person with TBI: 23-75 years; Severity 
of TBI: moderate-severe; Time since TBI: <18 
months (n=3), 18 months to 3 years (n=10), 
>3 years (n=39). 
 
 
Lefebvre et al. (2008) To describe the social 
participation of persons with 
TBI. To identify factors that 
play key roles in social 
participation. To describe the 
long-term impacts of TBIs on 
family and friends. To identify 
how the health and social 
services network is used. 
Data collection: Semi-structured 
interviews. 
Analysis: Thematic content analysis. 
Setting: Participant’s homes. Canada. 
Sample size: n=21; Age range: 18-29 years 
(4.8%), 30-39 years (28.6%), 40-49 years 
(23.8%), 50 years and over (42.9%); Gender: 
Female (57.1%), male (42.9%); Relationship 
to person with TBI: Parent (n=6), child (n=2), 
sibling (n=1), spouse (n=4), common law 
spouse (n=4), friend (n=2), ex-spouse (n=1), 
other (n=1). 
Age of person with TBI: 30-39 years (45.5%), 
40-49 years (36.4%), 50-59 years (9%), 60 
years and over (9%); Severity of TBI: 
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Paper Research aim/question Methodology Participant demographics and setting 
 
Mbakile-Mahlanza et al. (2016) 
 
To focus on the experience of 
caregiving for individuals with 
TBI in Botswana. To examine 
levels of caregiver anxiety and 
depression, and their association 
with functional outcome in their 
TBI relative. 
 
Data collection: Mixed-methods 
approach, quantitative and qualitative 
data gathered from semi-structured 
interviews and questionnaires. 
Analysis: Thematic analysis for 
qualitative data. 
Setting: Referral hospitals selected as 




Sample size: n=18; Age range: 23-70 years; 
Gender: Female (n=15), male (n=3); 
Relationship to person with TBI: Spouse 
(n=7), parent (n=4), sibling (n=7). 
Age of person with TBI: 19-53 years; Severity 
of TBI: Moderate (n=12), severe (n=6); Time 
since TBI: >6months. 
Tam et al. (2015) To gain an understanding of 
family caregiver experiences of 
challenging behaviours and the 
impact on community 
participation for the TBI 
individual. To understand the 
lived experience of caregivers in 




Data collection: Interviews and 
questionnaires. 
Analysis: Thematic analysis. 
Setting: Participants’ homes. Australia. 
Sample size: n=6; Age range: 41-71 years; 
Gender: Not reported; Relationship to person 
with TBI: Mother (n=4), sister (n=1), spouse 
(n=1). 
Age of person with TBI: 28-43 years; Severity 
of TBI: Severe; Time since TBI: 9-23 years. 
Wongvatunyu & Porter  
(2005, 2008, 2008b) 
To describe the essence of the 
experience of mothers who 
provided regular help for young 
adults who had suffered TBI 
(2005). To describe perceived 
changes in family life reported 
by mothers after their young 
adult child had suffered a TBI 
(2008). What is the personal–
social context of the experience 
of mothers who help young 
adult survivors of moderate or 
severe TBI? (2008b). 
 
Data collection: Three interviews with 
each participant. 
Analysis: Descriptive analysis and 
“inter-subjective dialogue” (2005), 
Phenomenological method for describing 
life-world or the personal-social context 
of an experience (2008), 
Phenomenological method for 
understanding life-worlds (2008b). 
Setting: Participant homes or university. 
USA. 
 
Sample size: n=7; Age range: 46-64 years; 
Gender: All female; Relationship to person 
with TBI: Mothers. 
Age of person with TBI: 20-36 years; Severity 
of TBI: Moderate-severe; Time since TBI: 8 
months- 20 years. 
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Table 3. Metasummary abstracted findings with frequency effect sizes > 25% 
Abstracted finding ES% 
Perceived changes in the person with TBI  
7. Caregivers observed personality and behaviour changes in the person with TBI which could be difficult to manage and hard to understand. 54 
10. Caregivers observed difficulties in relationships for the person with TBI, due to their own social limitations, their vulnerability to being taken advantage of, 
and the withdrawal of their previous friends. 
53 
8. Caregivers perceived cognitive and intellectual losses for the person with TBI following the injury, including problems with memory, attention, planning, 
initiation and decision making. 
43 
9. Caregiver’s observed that the person with TBI had reduced ability to continue with their occupation and to complete activities of daily living independently. 43 
4. Caregivers considered the person with TBI to be fundamentally changed as a person by their injury. 40 
11. Caregivers observed physical changes and ongoing health problems as a result of, or in addition to, the person’s TBI. 38 
12. Caregiver’s perceived emotional, psychological and adjustment difficulties for the person with TBI, resulting in need for support and sometimes medication. 36 
1. Caregiver’s perceived increased physical or verbal aggression, anger and irritability in the person with TBI. 33 
3. Spouses in particular perceived a lack of affection, empathy and concern from the person with TBI, experiencing them as more cold and indifferent than 
before the injury. 
33 
13. Caregiver’s perceived communication difficulties on the part of the person with TBI, following their injury.  27 
  Negative impact of care giving  
22. Caregivers faced financial difficulties and the pressures of managing this. 53 
28. Caregivers felt isolated and stuck, bearing sole responsibility for the person with TBI. 47 
30. Caregivers described feeling burdened, stressed, desperate, and overwhelmed. 47 
25. Caregivers described significant demand on the time, energy, and emotional resources, of which there was a limited supply. 40 
27. Caregivers had to put their own plans for the future aside, rearranging their lives and sometimes giving up their occupation. 40 
29. Caregivers had worries, fears and concerns regarding: (1) the wellbeing of the person with TBI, including whether they might sustain further injury; (2) 
leaving the person with TBI, even for a short time; (3) future care giving responsibilities, whether becoming unable to provide care or taking on responsibility for 
care; (4) judgement from others; (5) the future in general. 
40 
32. Caregivers experienced anger, frustration and resentment towards the person with TBI, towards others, and towards the general situation. In the long term 
some caregiver’s expressed bitterness regarding the sacrifices they had made. 
40 
33. Caregivers experienced feelings of helplessness and loss of hope for future change. 40 
21. Caregivers experienced feelings of sadness and loss, due to changes in the person with TBI and changes to their own lives. 33 
23. Caregivers described their own deteriorating physical health and physical symptoms of stress. 33 
26. Caregivers lives had changed suddenly and been thrown into chaos; life was like being ‘on a rollercoaster’. 33 
31. Caregivers felt confused, upset and hurt by the changed behaviour of the person with TBI, sometimes traumatised by aggressive behaviours that had occurred 
soon after the injury. 
27 
  Positive aspects of care giving  
35. Caregivers felt thankful that things were not worse and appreciative of the positive aspects of the situation; changes were not always experienced as negative. 40 
37. Caregivers embraced the opportunity to care for their loved one, gaining a mission in life and feeling proud of themselves. 33 
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34. Caregivers felt hopeful about the future. 27 
  Coping and adaptation  
53. Caregivers focused on rehabilitation and establishing a ‘normal life’ for the person with TBI,  through encouraging them, supporting them, and helping them 
to learn, even after formal rehabilitation had ended. 
60 
40. Caregivers worked to learn about brain injury and to understand and make sense of the changes to the person with TBI, which could lessen the emotional 
impact. 
50 
46. Caregivers developed proactive strategies for managing communication, cognitive and behavioural difficulties on the part of the person with TBI. 33 
49. Caregivers focused on protecting the person with TBI, taking control of decision making and speaking up on their behalf. 29 
42. Caregivers sought support from family, friends, and others in the same situation. 27 
44. Caregivers maintained hope that things would improve or return to the way they were before the injury, some hopes were scaled down as compared to pre-
injury. 
27 
45. Caregivers took time out from the situation to be alone as a way of coping or, more rarely, coped by sharing space with the injured person. 27 
50. Caregivers reported that spirituality and religion helped them to cope. 27 
54. Caregivers identified the need for respite and assistance with daily duties, with some hiring a paid carer. 27 
  Relationships and roles  
61. Caregivers took on a new role which absorbed responsibilities and tasks previously carried out by the person with TBI, for example providing emotional, 
financial, material and physical support. This caused difficulties for both the caregiver and the person with TBI. 
60 
62. Caregivers experienced problems maintaining their relationship with other family members, due to decreased available time and energy, some reported 
making a special effort to spend time with other family members. 
54 
56. Family relationships became closer following the injury. 47 
55. Fundamental nature of the relationship changed to that of caregiver and care recipient or parent and child. On occasion, care giving was seen as a natural 
extension of the spouse role. 
36 
58. Caregivers expressed continuing feelings of love and positive regard for the person with TBI. 33 
59. Relationship dynamics between the caregiver and the person with TBI changed following the injury, becoming more distant or lacking the same level of 
intimacy. Caregiver partners sometimes continued the relationship for pragmatic reasons, such as providing a stable home for children. 
33 
64. Caregivers found that others could not understand their situation and did not always provide the support they would have hoped for. 33 
63. Caregivers made observations of relationships between other family members and the person with TBI, with problems arising between the injured person and 
their children as well as family members struggling to adjust. 
27 
  Professionals and services  
68. Caregivers expressed a desire for more information and advice about brain injury and related services; some regretted that they did not get much needed 
information sooner. 
43 
69. Caregivers felt that available services were insufficient, particularly following acute care. 43 
67. Caregivers expressed the view that the professionals and paid carers they had contact with did not know enough about TBI. 33 
65. Caregivers expressed the need for ongoing professional support for all members of the family which was suited to the stage of rehabilitation. 27 
66. Caregivers felt supported by professionals and appreciative of their assistance. 27 
70. Caregivers experienced tensions and frustration within their relationship with specific healthcare professionals, feeling that their own views were not heard 
and they were not kept fully informed. 
27 
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Table 4. Reciprocal translation of themes in metasynthesis 
Papers Extracted themes Metasynthesis themes 
Bodley-Scott & Riley (2015) 
Chwalisz & Stark-Wroblewski (1996) 
Degeneffe & Olney (2008) 
Engström & Söderberg (2011) 
Hammond et al. (2011) 
Jumisko et al. (2007) 
Knox et al. (2015) 
Kratz et al. (2017) 
Mbakile-Mahlanza et al. (2016) 
Tam et al. (2015) 
Wongvatunyu & Porter (2008b) 
 
“Impact on the relationship, “Emotional impact”,  “Changes in the caregiver and his or her 
life”, “Changes in the marital relationship as a result of the injury”, “Changes in the spouse 
with the injury”, “Relationships and family”, “Recovery”, “Independence”, “The starting 
point of the transitions”, “Transitions in the pattern of daily life”, “Volatility of the 
relationship”, “Gender role stereotypes”, “Chaotic relationships”, “Fighting not to lose one’s 
foothold”, “Seeing the person in a positive light”, “Being committed to the relationship”, 
“Changes in person with TBI”, “Heavy demands on caregivers”, “Family experience”, 
“Families reflections on the changes they find challenging”, “Impact of challenging 
behaviours on participation”, “Perceiving that life really has changed”, “Having a child who 
survived a TBI as a young adult” 




Changed identity of the injured 
relative 
Committing to the journey 
 
Bodley-Scott & Riley (2015) 
Chwalisz & Stark-Wroblewski (1996) 
Degeneffe & Olney (2008) 
Engström & Söderberg (2011) 
Hammond et al. (2011) 
Kao & Stuifbergen (2004) 
Knox et al. (2015) 
Kratz et al. (2017) 
Mbakile-Mahlanza et al. (2016) 
Tam et al. (2015) 
Wongvatunyu & Porter (2008b) 
Wongvatunyu & Porter (2005) 
 
“Emotional impact”, “Desire to be helpful to the researcher and others in the same situation”, 
“Personal resources helpful for the caregiving role”, “Coping strategies used by the 
caregiver”, “Future caregiver”, “Transitions in the pattern of daily life”, “Temporality – 
comparing the past to the present”, “We-ness versus separateness”, “Staying married”, 
“Volatility of the relationship”, “The period of uncertainty”, “The process of decision 
making”, “Being committed to the relationship”, “Understanding the functional implications 
of the brain injury on their partner”, “Learning from experience”, “Finding a way to 
communicate”, “Caregiver role demands”, “Family devotion”, “Faith in God”, “Family 
strategies”, “Families reflections on the changes they find challenging”, “Believing that my 
child is still able”, “Believing that I can help my child”, “Advocating for my child”, “Dealing 
with our biggest problem”, “Reconnecting my child’s brain”, “Making our lives as normal as 
possible”, “Considering my child’s safety” 
 




Finding a way to keep going 
Chwalisz & Stark-Wroblewski (1996) 
Degeneffe & Olney (2008) 
Engström & Söderberg (2011) 
Jumisko et al. (2007) 
Kratz et al. (2017) 
Lefebvre et al. (2008) 
Mbakile-Mahlanza et al. (2016) 
Tam et al. (2015) 
Wongvatunyu & Porter (2008) 
Wongvatunyu & Porter (2008b) 
“Miscellaneous stressors ancillary to the injury”, “Others don’t understand and may be 
unsupportive”, “Enigmatic nature of brain injury”, “Problems with/advice for medical 
professionals”, “Sources of support and assistance”, “Professional care”, “Transitions in social 
life”, “Transitions in relationships”, “Fighting not to lose one’s foothold” , “Cross cutting 
codes”, “Impact on family caregivers”, “Social isolation and lack of community support”, 
“Lack of information”, “Financial burden”, “Family experience”, “Family strategies”, 
“Splitting the family apart against our will”, “Going our separate ways down this new path”, 
“Getting along with each other since the injury”, “Getting attention from each other for 
different reasons now”, “Facing new financial hurdles”, Having sufficient support/feeling 
bereft of any help” 




Having a wider team 
Availability of resources 
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Table 1-A1. Search terms for PsychINFO 

























































Publication date: No restrictions 
Source type: Select academic journals 
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Table 1-A2. Search terms for CINAHL 



























































Publication date: No restrictions 
Source type: Select academic journals 
Select NOT Medline 
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Table 1-A3. Search terms for MEDLINE 









































“Brain haemorrhage, traumatic” 






















Publication date: No restrictions 
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Table 1-A4. Search terms for PubMed 










































“Brain injuries, traumatic” 
“Brain injuries, diffuse” 
“Brain Hemorrhage, traumatic” 

















“Personal narratives as topic” 
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Table 1-A5. Search terms for Web of Science 





















































Table 1-B1. Breakdown of excluded papers 
Criteria Title/Abstract Full text 
 






Total papers not meeting inclusion criteria 2271 30 
Research articles published in peer reviewed journal 2 0 
Experiences of adult (18+ years) informal carers/family members 1948 4 
Caring for adults (18+ years) with TBI 175 12 
Community setting 23 1 
Qualitative methods (grounded in participant quotes) 
 
123 13 
Total papers meeting exclusion criteria 124 20 
Primary focus on development/evaluation of measures/services 88 0 
Primary focus on outcomes following TBI or beliefs about TBI 13 0 
Research involving individuals with disorders of consciousness  20 1 
Research involving a mixed sample where findings related to 
caregivers are not presented separately 
0 16 
Articles needing translation 3 0 
Research involving veterans with TBI 
 
0 3 
Additional papers excluded 0 3 
Unable to obtain a full text 0 1 
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Appendix 1-C 
Metasummary Effect Sizes 
 
Table 1-C1. Abstracted findings and manifest frequency effect sizes 




Perceived changes in the person with TBI 
 
  
1. Caregiver’s perceived increased physical or verbal aggression, anger 
and irritability in the person with TBI. 
Bodley-Scott & Riley (2015); Kratz et al. (2017); Lefebvre et al. 
(2008); Tam et al. (2015); Wongvatunyu & Porter (2005) 
 
33% 
2. Caregiver’s perceived increased controlling behaviour on the part of the 
person with TBI. 




3. Spouses in particular perceived a lack of affection, empathy and 
concern from the person with TBI, experiencing them as more cold and 
indifferent than before the injury. 
Bodley-Scott & Riley (2015); Chwalisz & Stark-Wroblewski 





4. Caregivers considered the person with TBI to be fundamentally 
changed as a person by their injury. 
Bodley-Scott & Riley (2015); Hammond et al. (2011); Jumisko et 




5. Caregivers recognised continuity in the injured person’s identity, 
despite the changes since the TBI. 




6. Caregivers perceived that the person with TBI lacked control of their 
own behaviour following the injury. 




7. Caregivers observed personality and behaviour changes in the person 
with TBI which could be difficult to manage and hard to understand. 
Bodley-Scott & Riley (2015); Hammond et al. (2011); Jumisko et 
al. (2007); Kratz et al. (2017); Lefebvre et al. (2008); Tam et al. 
(2015); Wongvatunyu & Porter (2005); Wongvatunyu & Porter 
(2008); Wongvatunyu & Porter (2008b) 
54% 
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8. Caregivers perceived cognitive and intellectual losses for the person 
with TBI following the injury, including problems with memory, 
attention, planning, initiation and decision making. 
Chwalisz & Stark-Wroblewski (1996); Degeneffe & Olney (2008); 
Knox et al. (2015); Lefebvre et al. (2008); Tam et al. (2015); 
Wongvatunyu & Porter (2005); Wongvatunyu & Porter (2008b) 
 
43% 
9. Caregiver’s observed that the person with TBI had reduced ability to 
continue with their occupation and to complete activities of daily living 
independently. 
Chwalisz & Stark-Wroblewski (1996); Degeneffe & Olney (2008); 
Hammond et al. (2011); Knox et al. (2015); Tam et al. (2015); 
Wongvatunyu & Porter (2005); Wongvatunyu & Porter (2008b) 
 
43% 
10. Caregivers observed difficulties in relationships for the person with 
TBI, due to their own social limitations, their vulnerability to being taken 
advantage of, and the withdrawal of their previous friends. 
Chwalisz & Stark-Wroblewski (1996); Degeneffe & Olney (2008); 
Engström & Söderberg (2011); Jumisko et al. (2007); Kratz et al. 




11. Caregivers observed physical changes and ongoing health problems as 
a result of, or in addition to, the person’s TBI. 
Chwalisz & Stark-Wroblewski (1996); Degeneffe & Olney (2008); 
Jumisko et al. (2007); Mbakile-Mahlanza et al. (2016); 
Wongvatunyu & Porter (2005); Wongvatunyu & Porter (2008); 
Wongvatunyu & Porter (2008b) 
 
38% 
12. Caregiver’s perceived emotional, psychological and adjustment 
difficulties for the person with TBI, resulting in need for support and 
sometimes medication. 
Chwalisz & Stark-Wroblewski (1996); Degeneffe & Olney (2008); 
Mbakile-Mahlanza et al. (2016); Tam et al. (2015); Wongvatunyu & 
Porter (2005); Wongvatunyu & Porter (2008b) 
 
36% 
13. Caregiver’s perceived communication difficulties on the part of the 
person with TBI, following their injury. 
Hammond et al. (2011); Knox et al. (2015); Lefebvre et al. (2008); 
Wongvatunyu & Porter (2005) 
 
27% 
14. Caregivers perceived the changes in the person with TBI as ongoing 
and lifelong. 




15. Caregivers perceived the situation for the person with TBI as 
improving. 




16. Caregivers perceived the situation for the person with TBI as 
degenerating. 




17. Partners observed sexual difficulties or dysfunction in the person with 
TBI. 
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18. Caregivers observed sensory difficulties for the person with TBI. Wongvatunyu & Porter (2005) 
 
7% 
Negative impact of care giving 
 
  
19. Caregivers felt as though they were ‘walking on eggshells’ when 
around the injured person, trying to avoid triggering certain behaviours or 
waiting for the next incident to occur. 





20. Caregivers experienced feelings of guilt and blame. 
 
Bodley-Scott & Riley (2015); Chwalisz & Stark-Wroblewski 




21. Caregivers experienced feelings of sadness and loss, due to changes in 
the person with TBI and changes to their own lives. 
Bodley-Scott & Riley (2015); Engström & Söderberg (2011); 
Hammond et al. (2011); Kratz et al. (2017); Tam et al. (2015) 
 
33% 
22. Caregivers faced financial difficulties and the pressures of managing 
this. 
Chwalisz & Stark-Wroblewski (1996); Degeneffe & Olney (2008); 
Hammond et al. (2011); Knox et al. (2015); Kratz et al. (2017); 
Lefebvre et al. (2008); Mbakile-Mahlanza et al. (2016); 
Wongvatunyu & Porter (2008) 
 
53% 
23. Caregivers described their own deteriorating physical health and 
physical symptoms of stress. 
Chwalisz & Stark-Wroblewski (1996); Jumisko et al. (2007); Kratz 
et al. (2017); Lefebvre et al. (2008); Mbakile-Mahlanza et al. (2016) 
 
33% 
24. Caregivers felt embarrassed by some of the changes in the person with 
TBI, including inappropriate behaviour. 




25. Caregivers described significant demand on the time, energy, and 
emotional resources, of which there was a limited supply. 
Engström & Söderberg (2011); Jumisko et al. (2007); Kratz et al. 
(2017); Lefebvre et al. (2008); Mbakile-Mahlanza et al. (2016); 
Wongvatunyu & Porter (2008) 
 
40% 
26. Caregivers lives had changed suddenly and been thrown into chaos; 
life was like being ‘on a rollercoaster’. 
Chwalisz & Stark-Wroblewski (1996); Hammond et al. (2011); 




27. Caregivers had to put their own plans for the future aside, rearranging 
their lives and sometimes giving up their occupation. 
Chwalisz & Stark-Wroblewski (1996); Knox et al. (2015); Kratz et 
al. (2017); Lefebvre et al. (2008); Mbakile-Mahlanza et al. (2016) 
 
40% 
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28. Caregivers felt isolated and stuck, bearing sole responsibility for the 
person with TBI. 
 
Chwalisz & Stark-Wroblewski (1996); Degeneffe & Olney (2008); 
Engström & Söderberg (2011); Jumisko et al. (2007); Kratz et al. 




29. Caregivers had worries, fears and concerns regarding: (1) the 
wellbeing of the person with TBI, including whether they might sustain 
further injury; (2) leaving the person with TBI, even for a short time; (3) 
future care giving responsibilities, whether becoming unable to provide 
care or taking on responsibility for care; (4) judgement from others; (5) 
the future in general. 
Bodley-Scott & Riley (2015); Degeneffe & Olney (2008); Engström 
& Söderberg (2011); Kratz et al. (2017); Lefebvre et al. (2008); 






30. Caregivers described feeling burdened, stressed, desperate, and 
overwhelmed. 
Bodley-Scott & Riley (2015); Chwalisz & Stark-Wroblewski 
(1996); Jumisko et al. (2007); Knox et al. (2015); Kratz et al. 
(2017); Lefebvre et al. (2008); Mbakile-Mahlanza et al. (2016) 
 
47% 
31. Caregivers felt confused, upset and hurt by the changed behaviour of 
the person with TBI, sometimes traumatised by aggressive behaviours that 
had occurred soon after the injury. 
Bodley-Scott et al. (2015); Hammond et al. (2011); Kratz et al. 




32. Caregivers experienced anger, frustration and resentment towards the 
person with TBI, towards others, and towards the general situation. In the 
long term some caregiver’s expressed bitterness regarding the sacrifices 
they had made. 
 
Bodley-Scott & Riley (2015); Chwalisz & Stark-Wroblewski 





33. Caregivers experienced feelings of helplessness and loss of hope for 
future change. 
Bodley-Scott & Riley (2015); Chwalisz & Stark-Wroblewski 
(1996); Kao & Stuifbergen (2004); Knox et al. (2015); Mbakile-
Mahlanza et al. (2016); Tam et al. (2015) 
 
40% 
Positive aspects of care giving 
 
  
34. Caregivers felt hopeful about the future. Chwalisz & Stark-Wroblewski (1996); Degeneffe & Olney (2008); 
Kratz et al. (2017); Wongvatunyu & Porter (2008b) 
 
27% 
35. Caregivers felt thankful that things were not worse and appreciative of 
the positive aspects of the situation; changes were not always experienced 
as negative. 
Bodley-Scott & Riley (2015); Chwalisz & Stark-Wroblewski 
(1996); Engström & Söderberg (2011); Hammond et al. (2011); 
Jumisko et al. (2007); Kratz et al. (2017) 
 
40% 
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36. Caregiver felt able to offer advice to others. 
 





37. Caregivers embraced the opportunity to care for their loved one, 
gaining a mission in life and feeling proud of themselves. 
Degeneffe & Olney (2008); Engström & Söderberg (2011); Jumisko 




38. Care giving was perceived as a learning experience through which 
caregivers developed strength and resilience. 




Coping and adaptation 
 
  
39. Caregivers went along with the wishes of the person with TBI or 
‘opted out’ of decision making at times, either to promote their 
independence or due to the behavioural consequences of not doing so. 






40. Caregivers worked to learn about brain injury and to understand and 
make sense of the changes to the person with TBI, which could lessen the 
emotional impact. 
Bodley-Scott & Riley (2015); Chwalisz & Stark-Wroblewski 
(1996); Jumisko et al. (2007); Knox et al. (2015); Lefebvre et al. 
(2008); Tam et al. (2015); Wongvatunyu & Porter (2005); 
Wongvatunyu & Porter (2008b) 
 
50% 
41. Caregivers shut themselves off emotionally or withdrew from 
spending time with others in order to cope. 




42. Caregivers sought support from family, friends, and others in the same 
situation. 
Chwalisz & Stark-Wroblewski (1996); Jumisko et al. (2007); Tam 
et al. (2015); Wongvatunyu & Porter (2008) 
 
27% 
43. Caregivers put contingency plans in place to reduce worries regarding 
future care for the person with TBI. 




44. Caregivers maintained hope that things would improve or return to the 
way they were before the injury, some hopes were scaled down as 
compared to pre-injury. 
Hammond et al. (2011); Kao & Stuifbergen (2004); Mbakile-




45. Caregivers took time out from the situation to be alone as a way of 
coping or, more rarely, coped by sharing space with the injured person. 
 
Bodley-Scott & Riley (2015); Hammond et al. (2011); Kratz et al. 
(2017); Tam et al. (2015) 
 
27% 
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46. Caregivers developed proactive strategies for managing 
communication, cognitive and behavioural difficulties on the part of the 




Bodley-Scott et al. (2015); Hammond et al. (2011); Knox et al. 





47. Caregivers engaged in self-care and maintained some of their focus on 
their own lives. 





48. Caregivers modified their approach to the person with TBI through 
trial and error. 
 
 






49. Caregivers focused on protecting the person with TBI, taking control 
of decision making and speaking up on their behalf. 
Jumisko et al. (2007); Knox et al. (2015); Kratz et al. (2017); 
Wongvatunyu & Porter (2005); Wongvatunyu & Porter (2008b) 
 
29% 
50. Caregivers reported that spirituality and religion helped them to cope. Chwalisz & Stark-Wroblewski (1996); Jumisko et al. (2007); 
Mbakile-Mahlanza et al. (2016); Tam et al. (2015) 
 
27% 
51. Caregivers noted pre-existing personal characteristics of their own and 
of the person with TBI which helped them to cope. 




52. Caregivers reconsidered their living situation, considering renovation 
of their home, moving to a more suitable home, or living apart from the 
person with TBI. 
Kratz et al. (2017); Tam et al. (2015); Wongvatunyu & Porter 




53. Caregivers focused on rehabilitation and establishing a ‘normal life’ 
for the person with TBI,  through encouraging them, supporting them, and 
helping them to learn, even after formal rehabilitation had ended. 
Bodley-Scott & Riley (2015); Chwalisz & Stark-Wroblewski 
(1996); Engström & Söderberg (2011); Jumisko et al. (2007); Kao 
& Stuifbergen (2004); Knox et al. (2015); Lefebvre et al. (2008); 
Tam et al. (2015); Wongvatunyu & Porter (2005) 
 
60% 
54. Caregivers identified the need for respite and assistance with daily 
duties, with some hiring a paid carer. 
Chwalisz & Stark-Wroblewski (1996); Kratz et al. (2017); Tam et 
al. (2015); Wongvatunyu & Porter (2005) 
 
27% 
Relationships and roles 
 
  
55. Fundamental nature of the relationship changed to that of caregiver 
and care recipient or parent and child. On occasion, care giving was seen 
as a natural extension of the spouse role.  
Bodley-Scott & Riley (2015); Hammond et al. (2011); Jumisko et 
al. (2007); Kratz et al. (2017); Wongvatunyu & Porter (2008); 
Wongvatunyu & Porter (2008b) 
36% 
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56. Family relationships became closer following the injury. Bodley-Scott & Riley (2015); Engström & Söderberg (2011); 
Jumisko et al. (2007); Knox et al. (2015); Lefebvre et al. (2008); 
Mbakile-Mahlanza et al. (2016); Wongvatunyu & Porter (2008) 
 
47% 
57. Caregivers’ feelings of love and trust were undermined by the changes 
in the person with TBI. 
Bodley-Scott & Riley (2015); Chwalisz & Stark-Wroblewski 
(1996); Hammond et al. (2011) 
 
20% 
58. Caregivers expressed continuing feelings of love and positive regard 
for the person with TBI. 
Bodley-Scott & Riley (2015); Engström & Söderberg (2011); 




59. Relationship dynamics between the caregiver and the person with TBI 
changed following the injury, becoming more distant or lacking the same 
level of intimacy. Caregiver partners sometimes continued the relationship 
for pragmatic reasons, such as providing a stable home for children. 
Bodley-Scott & Riley (2015); Chwalisz & Stark-Wroblewski 





60. Caregivers reported marital conflict, with the difficulties arising from 
both parties. 




61. Caregivers took on a new role which absorbed responsibilities and 
tasks previously carried out by the person with TBI, for example 
providing emotional, financial, material and physical support. This caused 
difficulties for both the caregiver and the person with TBI. 
Chwalisz & Stark-Wroblewski (1996); Degeneffe & Olney (2008); 
Engström & Söderberg (2011); Hammond et al. (2011); Jumisko et 
al. (2007); Knox et al. (2015); Lefebvre et al. (2008); Mbakile-
Mahlanza et al. (2016); Tam et al. (2015) 
 
60% 
62. Caregivers experienced problems maintaining their relationship with 
other family members, due to decreased available time and energy, some 
reported making a special effort to spend time with other family members. 
Chwalisz & Stark-Wroblewski (1996); Degeneffe & Olney (2008); 
Engström & Söderberg (2011); Jumisko et al. (2007); Lefebvre et 
al. (2008); Tam et al. (2015); Wongvatunyu & Porter (2005); 
Wongvatunyu & Porter (2008); Wongvatunyu & Porter (2008b) 
 
54% 
63. Caregivers made observations of relationships between other family 
members and the person with TBI, with problems arising between the 
injured person and their children as well as family members struggling to 
adjust. 
Degeneffe & Olney (2008); Kratz et al. (2017); Tam et al. (2015); 





64. Caregivers found that others could not understand their situation and 
did not always provide the support they would have hoped for. 
Chwalisz & Stark-Wroblewski (1996); Degeneffe & Olney (2008); 
Engström & Söderberg (2011); Jumisko et al. (2007); Mbakile-
Mahlanza et al. (2016) 
33% 
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Professionals and services 
 
  
65. Caregivers expressed the need for ongoing professional support for all 
members of the family which was suited to the stage of rehabilitation. 
Chwalisz & Stark-Wroblewski (1996); Kratz et al. (2017); Tam et 
al. (2015); Wongvatunyu & Porter (2008b) 
27% 
 
66. Caregivers felt supported by professionals and appreciative of their 
assistance. 
 
Chwalisz & Stark-Wroblewski (1996); Kratz et al. (2017); Tam et 
al. (2015); Wongvatunyu & Porter (2008b) 
 
27% 
67. Caregivers expressed the view that the professionals and paid carers 
they had contact with did not know enough about TBI. 
Chwalisz & Stark-Wroblewski (1996); Degeneffe & Olney (2008); 




68. Caregivers expressed a desire for more information and advice about 
brain injury and related services; some regretted that they did not get 
much needed information sooner. 
Chwalisz & Stark-Wroblewski (1996); Jumisko et al. (2007); Knox 
et al. (2015); Lefebvre et al. (2008); Mbakile-Mahlanza et al. 




69. Caregivers felt that available services were insufficient, particularly 
following acute care. 
Degeneffe & Olney (2008); Engström & Söderberg (2011); Knox et 
al. (2015); Lefebvre et al. (2008); Tam et al. (2015); Wongvatunyu 
& Porter (2005); Wongvatunyu & Porter (2008b) 
 
43% 
70. Caregivers experienced tensions and frustration within their 
relationship with specific healthcare professionals, feeling that their own 
views were not heard and they were not kept fully informed. 
Chwalisz & Stark-Wroblewski (1996); Degeneffe & Olney (2008); 




71. Caregivers thought that the quality of services depended on where you 
lived and whether you were able to pay for private services. 




72. Caregivers viewed residential care negatively, as they did not believe 
services were appropriately resourced and managed in order to support 
their injured relative’s independence. 
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Table 1-C2. Papers and manifest intensity effect sizes 
Paper Intensity Effect Size 
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Appendix 1-D 
Journal Submission Guidelines for Rehabilitation Psychology 
 
Prior to submission, please carefully read and follow the submission guidelines 
detailed below. Manuscripts that do not conform to the submission guidelines may 
be returned without review. 
Submission 
Rehabilitation Psychology® is now using a software system to screen submitted 
content for similarity with other published content. The system compares each 
submitted manuscript against a database of 25+ million scholarly publications, as 
well as content appearing on the open web. 
This allows APA to check submissions for potential overlap with material previously 
published in scholarly journals (e.g., lifted or republished material). A similarity report 
will be generated by the system and provided to the Rehabilitation 
Psychology editorial office for review immediately upon submission. 
All new and revised manuscripts are to be submitted electronically (Word Documents 
are preferred) through the Manuscript Submission Portal. 
To prevent institutional spam filters from preventing transfer of files from APA and 
Journals Back Office 
 Add apa.org to your list of "safe addresses" and consider asking your IT department 
to add it to their "white list" 
 Contact Charles Retzlaff if you do not receive confirmation of your submission within 
three business days 
When necessary, paper correspondence and express mail may be directed to: 
Dawn M. Ehde, PhD, Editor  
Rehabilitation Psychology  
University of Washington School of Medicine  
Department of Rehabilitation Medicine, Box 359612  
Harborview Medical Center  
325 9th Avenue  
Seattle, WA 98104-2499  
Email: Editorial Office 
Suitable Submissions 
Rehabilitation psychology deals with the interplay of biological, psychological, social, 
environmental, and political factors that affect the functioning of persons with chronic 
health conditions or disability. Given the breadth of rehabilitation psychology, the 
journal's scope is broadly defined. 
Suitable submissions include: 
 Empirical Articles  
This format reports original empirical research which can include experimental 
investigations, survey research, evaluations of interventions, and outcome studies 
research. 
 Brief Reports  
This format may be appropriate for empirically sound studies that are limited in 
scope, contain novel or provocative findings that need further replication, or 
represent replications and extensions of prior published work. Brief Reports must 
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use a 12-point Times New Roman type and 1-in. (2.54-cm) margins, and not exceed 
265 lines of text plus references. These limits do not include the title page, abstract, 
author note, footnotes, tables, or figures. 
 Review Articles  
This format includes reviews of various types and formats. Reviews can include 
state-of-the art review of empirical research (meta-analysis), reviews of professional, 
theoretical or public policy issues, or reviews designed to help practitioners solve 
common clinical problems (clinical management reviews ). 
 Commentaries  
This format supports a submitted or previously published manuscript including 
explanation, critique or illustration of rehabilitation related issues or topics. 
 Case studies  
This format includes written analyses of one or more particular cases or case 
histories with a view to making generalizations in rehabilitation and that are of 
sufficient import to warrant attention. 
Submissions are welcomed from authors in psychology and other health related 
disciplines. 
Cover Letter 
The cover letter accompanying the manuscript submission must include all authors' 
names and affiliations, addresses and phone numbers, as well as electronic mail 
addresses and fax numbers for possible use by the editorial office and later by the 
production office. 
The cover letter should identify the type of submission category and include 
 a statement of compliance with APA ethical standards in the conduct of the work 
reported in the manuscript 
 a statement that the manuscript or data have not been previously published and that 
they are not presently under consideration for publication elsewhere 
 a statement that all listed authors have contributed significantly to the work submitted 
for consideration 
 a statement that the paper has been seen and approved by all authors 
When the manuscript contains data or observations from a larger study, the cover 
letter should clarify the relationship between this submission and other papers from 
the study, specifically addressing potential overlap. Authors must be prepared to 
provide copies of related manuscripts or papers as part of the editorial review 
process. 
Authors may suggest qualified reviewers of the manuscript, but these are considered 
advisory only. 
Title 
Should be accurate, descriptive, and no longer than 12 words. If the report is a 
clinical trial or a brief report this should be included in the title. 
Abstract and Keywords 
All manuscripts must include a structured abstract containing a maximum of 250 
words typed on a separate page (page 2 of the manuscript). Abstracts must contain 
a brief statement about each of the following: 
 Purpose/Objective 
 Research Method/Design - including the number and type of participants 
 Results 
 Conclusions/Implications 
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After the abstract, please supply up to five keywords. 
Impact and Implications Statement 
At the start of each paper the authors should provide 2-3 bullet points, with the 
header "Impact", that states what the current paper adds to the literature and one to 
two practice or policy implications the findings. This is not a statement of the 
conclusions, rather a thoughtful series of statements highlighting the novel 
contribution of the work and translation of the findings for practice or policy. This 
section should be no more than 200 words. 
Data Source 
It is important that readers have an accurate understanding of the data source the 
study is based on. Please include details in the Methods section as to the source of 
the data for this study. 
If the study is based on original data collected for the purpose of testing the 
hypotheses in this manuscript, please make a statement to that effect. If the paper is 
based on secondary data analyses of data collected for another purpose please 
indicate that in the Methods. 
If the data set used in this manuscript was also used in previous publications, please 
include these citations when describing the Methods in this submission. 
Human Participants 
The research section should include a statement indicating the Institutional Review 
Board that provided oversight for the research. 
Style of Manuscripts 
The journal considers theoretical, empirical, and commentary papers relevant to 
rehabilitation psychology. Brief reports are considered. 
Additional Information for Specific Publication Categories 
Randomized Clinical Trials 
Rehabilitation Psychology requires the use of the CONSORT (Consolidated 
Standards of Reporting Trials) reporting standards (i.e., a checklist and flow 
diagram) for randomized clinical trials. The checklist may be placed in an Appendix 
of the manuscript for review purposes. 
Visit the CONSORT Statement Web site for more details and resources. 
Nonrandomized Trials 
Rehabilitation Psychology encourages the use of the most recent version of the 
TREND criteria (Transparent Reporting of Evaluations with Non-randomized Designs 
for nonrandomized designs, available on the TREND Web site). 
Review Process 
Papers will be evaluated for their importance to the field, scientific rigor, novelty, 
suitability for the journal, and clarity of writing. Manuscripts that do not conform to the 
submission guidelines may be returned without review. 
A masked review process is used. To facilitate masked review, it is incumbent upon 
authors to see that the manuscript itself contains no clues to their identities. Authors' 
names, affiliations, and contact information should be included only in the cover 
letter. 
Rehabilitation Psychology encourages translation of information and strives to review 
submitted articles in a timely manner. 
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Preparing Files for Production 
If your manuscript is accepted for publication, please follow the guidelines for file 
formats and naming. 
Please ensure that the final version for production includes a byline and full author 
note for typesetting. 
Manuscript Preparation 
Prepare manuscripts according to the Publication Manual of the American 
Psychological Association (6thedition). Manuscripts may be copyedited for bias-free 
language (see Chapter 3 of the Publication Manual). 
Review APA's Checklist for Manuscript Submission before submitting your article. 
Double-space all copy. Include line numbers and page numbers in the manuscript. 
Other formatting instructions, as well as instructions on preparing tables, figures, 
references, metrics, and abstracts, appear in the Manual. Additional guidance on 
APA Style is available on the APA Style website. 
Below are additional instructions regarding the preparation of display equations, 
computer code, and tables. 
 
Display Equations 
We strongly encourage you to use MathType (third-party software) or Equation 
Editor 3.0 (built into pre-2007 versions of Word) to construct your equations, rather 
than the equation support that is built into Word 2007 and Word 2010. Equations 
composed with the built-in Word 2007/Word 2010 equation support are converted to 
low-resolution graphics when they enter the production process and must be 
rekeyed by the typesetter, which may introduce errors. 
To construct your equations with MathType or Equation Editor 3.0: 
 Go to the Text section of the Insert tab and select Object. 
 Select MathType or Equation Editor 3.0 in the drop-down menu. 
If you have an equation that has already been produced using Microsoft Word 2007 
or 2010 and you have access to the full version of MathType 6.5 or later, you can 
convert this equation to MathType by clicking on MathType Insert Equation. Copy 
the equation from Microsoft Word and paste it into the MathType box. Verify that 
your equation is correct, click File, and then click Update. Your equation has now 
been inserted into your Word file as a MathType Equation. 
Use Equation Editor 3.0 or MathType only for equations or for formulas that cannot 
be produced as Word text using the Times or Symbol font. 
 
Computer Code 
Because altering computer code in any way (e.g., indents, line spacing, line breaks, 
page breaks) during the typesetting process could alter its meaning, we treat 
computer code differently from the rest of your article in our production process. To 
that end, we request separate files for computer code. 
In Online Supplemental Material  
We request that runnable source code be included as supplemental material to the 
article. For more information, visit Supplementing Your Article With Online Material. 
In the Text of the Article  
If you would like to include code in the text of your published manuscript, please 
submit a separate file with your code exactly as you want it to appear, using Courier 
New font with a type size of 8 points. We will make an image of each segment of 
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code in your article that exceeds 40 characters in length. (Shorter snippets of code 
that appear in text will be typeset in Courier New and run in with the rest of the text.) 
If an appendix contains a mix of code and explanatory text, please submit a file that 
contains the entire appendix, with the code keyed in 8-point Courier New. 
 
Tables 
Use Word's Insert Table function when you create tables. Using spaces or tabs in 
your table will create problems when the table is typeset and may result in errors. 
Submitting Supplemental Materials 
APA can place supplemental materials online, available via the published article in 
the PsycARTICLES®database. Please see Supplementing Your Article With Online 
Material for more details. 
References 
List references in alphabetical order. Each listed reference should be cited in text, 
and each text citation should be listed in the References section. 
Examples of basic reference formats: 
 Journal Article:  
Hughes, G., Desantis, A., & Waszak, F. (2013). Mechanisms of intentional binding 
and sensory attenuation: The role of temporal prediction, temporal control, identity 
prediction, and motor prediction. Psychological Bulletin, 139, 133–151. 
http://dx.doi.org/10.1037/a0028566 
 Authored Book:  
Rogers, T. T., & McClelland, J. L. (2004). Semantic cognition: A parallel distributed 
processing approach.Cambridge, MA: MIT Press. 
 Chapter in an Edited Book:  
Gill, M. J., & Sypher, B. D. (2009). Workplace incivility and organizational trust. In P. 
Lutgen-Sandvik & B. D. Sypher (Eds.), Destructive organizational communication: 
Processes, consequences, and constructive ways of organizing (pp. 53–73). New 
York, NY: Taylor & Francis. 
Figures 
Graphics files are welcome if supplied as Tiff or EPS files. Multipanel figures (i.e., 
figures with parts labeled a, b, c, d, etc.) should be assembled into one file. 
The minimum line weight for line art is 0.5 point for optimal printing. 
For more information about acceptable resolutions, fonts, sizing, and other figure 
issues, please see the general guidelines. 
When possible, please place symbol legends below the figure instead of to the side. 
APA offers authors the option to publish their figures online in color without the costs 
associated with print publication of color figures. 
The same caption will appear on both the online (color) and print (black and white) 
versions. To ensure that the figure can be understood in both formats, authors 
should add alternative wording (e.g., "the red (dark gray) bars represent") as 
needed. 
For authors who prefer their figures to be published in color both in print and online, 
original color figures can be printed in color at the editor's and publisher's discretion 
provided the author agrees to pay: 
 $900 for one figure 
 An additional $600 for the second figure 
 An additional $450 for each subsequent figure 
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Permissions 
Authors of accepted papers must obtain and provide to the editor on final 
acceptance all necessary permissions to reproduce in print and electronic form any 
copyrighted work, including test materials (or portions thereof), photographs, and 
other graphic images (including those used as stimuli in experiments). 
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BACKGROUND: Traumatic brain injury (TBI) is a leading cause of disability and many 
working-age adults claim state benefits following their injury. The Work Capability 
Assessment (WCA) was introduced in the UK to assess functional ability to work, thereby 
deciding upon benefits received. The WCA has been widely criticised and may not be suited 
to the heterogeneity of impairment following TBI. 
OBJECTIVE: This qualitative study aimed to explore how people with TBI experience the 
WCA. 
METHODS: Nine adults with TBI took part in narrative interviews and the resulting data 
was analysed using critical narrative analysis. 
RESULTS: Four key messages were identified: (1) Work with me to really understand my 
struggles; (2) Reduce the barriers that I face; (3) Acknowledge that I am not a ‘scrounger’; 
and (4) Use your power to help me, not to punish or demean me.  
CONCLUSIONS: People with TBI experienced the WCA as inaccessible, demeaning, and 
neglecting the complexity of their situation. Wider context should be considered when 
assessing disability following TBI and issues with accessibility addressed. Participants 
wanted assessors to have knowledge of TBI and to use their positions of relative power to 
provide support. Clinical implications are also discussed. 
 
Keywords: traumatic brain injury, disability, rehabilitation, social policy, qualitative 
 
                                                          
1
 Section two is written in accordance with guidelines for the Journal of Vocational Rehabilitation (Appendix 2-
D). Where the paper deviates from these guidelines, it is in favour of instructions for Lancaster University 
Doctorate in Clinical Psychology Theses. 
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1. Introduction 
Traumatic brain injury (TBI) “results from external forces” and the global incidence is 
rising (Maas, Stocchetti, & Bullock, 2008, p.729). The prevalence of TBI with loss of 
consciousness in the general adult population has been estimated at 12% and is 2.2 times 
higher for males than females (Frost, Farrer, Primosch, & Hedges, 2012). Within the United 
Kingdom (UK), the incidence of head injuries was 254 per 100,000 in 2013-14, rising by 6% 
since 2005-6 (Headway, 2017). TBI is the leading cause of disability among young people in 
high-income countries, although the exact number of individuals experiencing deficits 
following head injury is not known (Maas et al., 2008). Consequently, there is likely to be a 
relatively large proportion of working-age individuals with TBI who are unable to work. 
Return-to-Work (RTW) following TBI is associated with a range of demographic and 
injury-related data, including: age; gender; educational level; geographic region; pre-injury 
occupation; level of depression and anxiety; severity of TBI; and extra cranial injuries. 
(Cancelliere et al., 2014; Saltychev, Eskola, Tenovuo, & Laimi, 2013). However, TBI is a 
heterogeneous condition; it is important to assess how the injury affects the individual, as well 
as characteristics of the work environment (Donker-Cools, Daams, Wind, & Frings-Dresen, 
2016). RTW is a “process of rediscovery” which is “influenced by multiple factors”, rather 
than a single event (Stergiou-Kita, Rappolt, & Dawson, 2012, p.185) 
TBI is a “hidden disability”, as the extent of physical, cognitive and emotional 
difficulties tends to remain unseen by others (Simpson, Simons, & McFadyen, 2002, p.1). 
Cognitive difficulties are common (Schretlen & Shapiro, 2003), and standardised 
neuropsychological measures may provide a superior model of functional outcome (Atchison 
et al., 2004; Sherer et al., 2002; Spitz, Ponsford, Rudzki, & Maller, 2012) when compared to 
demographic and injury-related variables (e.g. Ownsworth & McKenna, 2004). Furthermore, 
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functional outcome may be most closely associated with executive functioning, highlighting 
the importance of these specific thinking skills in RTW (Boake et al., 2001; Green et al., 
2008; Spitz et al., 2012). However, this may be due to greater challenge in integrating 
compensatory strategies for deficits in executive skills (Spitz et al., 2012). 
Psychosocial and emotional sequelae also make rehabilitation and reintegration difficult 
(Morton & Wehman, 1995). Individuals with TBI experience loss of identity which impacts 
upon experience of RTW; the ‘meaning’ of work to the individual may change (Stergiou-Kita 
et al., 2012). Stigma and discrimination may cause difficulties when interacting with others 
(Levack, Kayes, & Fadyl, 2010). Furthermore, anxiety (Moore, Terryberry-Spohr, & Hope, 
2006), depression (Bombardier et al., 2010), and post-traumatic stress disorder (McMillan, 
Williams, & Bryant, 2003) often interact with other sequelae, constituting a further barrier to 
employment (McCrimmon & Oddy, 2006).  
Individuals with TBI and their families experience a complex process of adjustment 
(Verhaeghe, Defloor, & Grypdonck, 2005). There is a tendency to focus on returning to 
previous levels of functioning as a way of coping (Maestas et al., 2014; Shotton, Simpson, & 
Smith, 2007). People with TBI may therefore unintentionally minimise or underestimate their 
difficulties in a way that is not inevitably associated with cognitive deficits in self-awareness. 
Premature RTW may confront individuals with the extent of their disability before they are 
emotionally prepared to cope (Hooson, Coetzer, Stew, & Moore, 2013; Stergiou-Kita et al., 
2012). Consequently there is a risk of destabilisation, whether this is a disruption to early 
protective coping mechanisms or long-term processes of adjustment and acceptance (Jumisko, 
Lexell, & Söderberg, 2009; Levack et al., 2010). 
Overall, while it is important to acknowledge that RTW post-injury is likely to have a 
positive impact on those who are able (McCrimmon & Oddy, 2006), this process requires 
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comprehensive consideration. Unpaid voluntary work (Hooson et al., 2013; Ouellet, Morin, & 
Lavoie, 2009) and/or specialist vocational rehabilitation programs (Fadyl & Macpherson, 
2009) may be more suitable for some individuals.  
Western governments have focused on paid work as a way of promoting social 
inclusion and rehabilitation for people with a disability (Hall & Wilton, 2011). However, 
those with disabilities remain less likely to be in employment (MacInnes, Tinson, Gaffney, 
Horgan, & Baumberg, 2014). In many western countries, there is an acknowledgement that 
state funded financial support should be available to those unable to access paid employment 
because of disability. Consequently, there is need for an assessment to establish a person’s 
capacity for work, thereby also deciding whether they should receive financial benefit.  
The Work Capability Assessment (WCA) is a checklist introduced by the UK 
government in 2008 to assess functional ability to hold employment (Litchfield, 2014), upon 
which receipt of Employment and Support Allowance (ESA) is contingent. Individuals are 
assigned to one of the following categories: a support group (SG); a work related activity 
group (WRAG); or ‘fit for work’ and ineligible for ESA (Department for Work and Pensions: 
DWP, 2010). The introduction of the WRAG involves the extension of the principle of 
‘conditionality’ within the welfare state to disabled people (Patrick, 2011), as ‘work-related 
activity’ is required in order to receive allocated benefits.  
The WCA has been widely criticised by those assessed and organisations supporting 
them (e.g. Burgess et al., 2014; Mind, 2014; Spartacus Network, 2012). Independent reviews 
have repeatedly noted flaws in the design and the delivery of the assessment (e.g. Litchfield, 
2014). Healthcare professionals have expressed concerns about the impact of the WCA and 
resulting decisions on the mental health of their patients (Blane & Watt, 2012; British 
Psychological Society: BPS, 2015; McCartney, 2012; Royal College of Nursing: RCN, 2013). 
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Barr et al. (2016) found the WCA programme was “independently associated with an increase 
in suicides, self-reported mental health problems and antidepressant prescribing” (p.1). 
Furthermore, a report by the United Nations Convention on the Rights of Persons with 
Disabilities (2016) found evidence of “significant hardship, including financial, material and 
psychological, experienced by persons with disabilities undergoing [work capability] 
assessments” (p.18).  Concerns were outlined regarding the focus on functional skills and 
abilities at the expense of exploration of personal circumstances, needs and barriers.  
The way in which TBI translates into functional disability is complex and the WCA 
may not be sensitive enough to take these difficulties into account, despite many changes to 
the process since its inception (Headway, 2015). A brain injury may also result in problems 
taking part in the process of WCA itself. Moreover, the impact of TBI may be under-
represented as a result of reduced self-awareness associated with executive dysfunction or 
coping strategies involving denial. Therefore, a full and accurate portrayal of functioning may 
not be communicated. Many people with brain injury have appealed decisions after being 
refused ESA or placed in an inappropriate group (Headway, 2014).  
1.1. Study rationale 
Studies investigating rates of RTW among people with TBI have published statistics 
ranging from 12.5 - 70%; however, these studies often do not take into account long-term 
maintenance or whether the work is at pre-morbid level (Shames, Treger, Ring, & Giaquinto, 
2007). Healthcare professionals within this field are likely to have a majority of clients 
claiming benefits; this raises questions for those professionals. Firstly, how can clinicians 
mitigate the emotional and psychological impact of disability assessments? Secondly, what 
can they advise benefit system administrators in terms of: minimising the emotional demands 
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placed upon those assessed; providing appropriate information and support; and meaningfully 
assessing the functional impact of TBI? 
There is need for an in-depth study exploring experiences of people with TBI who 
undertake the WCA. Such a study would not only help healthcare professionals understand 
how to provide support to this client group, but inform the ongoing development of the WCA. 
Optimal rehabilitation and support requires that the welfare system is not contributing to 
distress. 
1.2. Aim  
This study aimed to explore experiences of adults with TBI regarding the WCA. The 
following research questions were specified: (1) How do adults with TBI experience the 
WCA? (2) What are their views regarding how disability might best be assessed in the context 
of TBI? 
2. Method  
2.1. Design 
This qualitative study drew on narrative interviews conducted individually and analysed 
using critical narrative analysis (Langdridge, 2007). This required researchers to combine 
phenomenological philosophy with a social constructionist stance. Although the focus was on 
individual lived experience, it was acknowledged that the act of telling one’s story does not 
occur in isolation and that the researcher is invariably part of the co-construction of 
knowledge.  Stories were seen as reconstructions of participants’ experiences, situated within 
a wider context. 
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2.2. Participants 
Participants were adults with a TBI. Demographic information included: age; gender; 
ethnicity; education; and employment status prior to TBI. The severity and approximate date 
of the TBI, where participants could provide the information, was also recorded. Participants 
were asked whether they received any support, either from family or formal care packages, in 
order to obtain an indication of their level of disability.  
2.2.1. Recruitment 
The study was advertised via brain injury charities and professional networks, who were 
provided with information sheets and adverts (see section four). Organisations were asked to 
advertise through available channels including: web pages; online forums; social media; and 
notice boards. Posters and information sheets contained contact information, allowing 
participants to opt in by email or telephone if they were interested in taking part. 
2.2.2. Inclusion and exclusion criteria 
Participants had received a diagnosis of TBI; were working-age adults, aged 16-65 
years; had taken part in a WCA following a TBI; and had contact with the WCA process 
within the last 36 months. Exclusion criteria applied to: individuals with degenerative brain 
conditions; individuals whose brain injury, or first of multiple brain injuries, occurred during 
childhood (under the age of 16 years); and non-English speaking individuals. Individuals with 
a language barrier in addition to TBI may be at a double disadvantage within the WCA. This 
is considered an important area that warrants specific future research.  
2.2.3. Sample 
The study aimed to recruit a convenience sample of 8-15 individuals responding to 
advertising, in order to balance time constraints with gaining adequate data. The decision to 
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cease recruiting was based on the richness of the data collected and the pragmatics of time-
limited research. Six male and three female participants, ranging in age from 23-62 years, 
took part. All participants were white British or European ethnicity. Demographics are 
summarised in Table 1.  
[INSERT TABLE 1 HERE] 
2.2.4. Consent 
Participants initiated contact with the researcher and were given access to an 
information sheet at least 24 hours prior to interview. An ‘easy read’ information sheet 
accommodated any difficulties with reading and comprehension. The information sheet stated 
that participants were free to withdraw from the study at any time, without any negative 
consequences. This was also communicated verbally prior to the interview. Capacity was 
assumed at the outset (Mental Capacity Act, 2005) and efforts were made to present material 
in a way that participants could understand.  
2.3. Data Collection 
Participation in qualitative research interviews may present a challenge for individuals 
with TBI, due to difficulties with communication, attention, memory, abstract thinking, and 
fatigue (Carlsson, Paterson, Scott-Findlay, Ehnfors, & Ehrenberg, 2007; Paterson & Scott-
Findlay, 2002). The researcher enquired in advance about potential barriers so that 
adjustments could be put in place to meet participants’ needs. Interviews took place in 
participants’ homes or at a suitable venue. Time of day was chosen in consideration of 
individual patterns of fatigue and breaks were agreed as needed. A copy of the ESA-50 form, 
which initiates the WCA process, was utilised as a concrete prompt to support orientation to 
the topic at hand. 
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The interviews were unstructured, as narrative methods intend for individuals to have 
space to share their own story. The researcher held in mind the research questions while 
maintaining a neutral position so that individuals could develop their account. Questions were 
asked to prompt elaboration and clarification as needed (Murray, 2015). In order to support 
retrieval of information, follow-up questions were constructed so as to provide cues for 
participants, for example, “Who was in the room?” or “What happened after ___?”. The 
researcher also attempted to note occasions where participants expressed an intention to return 
to a particular topic, so that a prompt could be provided if needed. Where the focus of 
conversation appeared to have shifted to tangential issues, this was raised by the researcher so 
that participants could decide whether to return to the topic of the WCA. Participants had the 
opportunity to receive support from a family member or carer. All participants chose to take 
part independently, with one individual asking for brief clarification from their spouse during 
the interview. Interviews were audio recorded and transcribed. 
2.4. Analysis 
Participant accounts were analysed using critical narrative analysis (Langdridge, 2007). 
This approach provides a structure for analysing individual lived experience, while 
considering broader context and the position from which narratives are being created. The 
method is consistent with the epistemological stance, with a focus on lived experience and an 
acknowledgement that the researcher is part of the co-construction of meaning. Furthermore, 
the use of social theory to interrogate both one’s own position and the interview data was 
considered appropriate to the inherently political topic. Finally, the method includes an 
exploration of identity work within participant accounts, which creates potential for 
experiences of changed identity following TBI to be considered. It was therefore hoped that 
interpretations would capture experiences of the WCA, as situated within ongoing 
psychosocial adjustment and rehabilitation. 
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The critical narrative analysis framework (Langdridge, 2007) comprised of six stages: 
(1) critique of the illusions of the subject (i.e. reflecting upon the position from which one 
views the data); (2) identifying narratives, narrative tone, and rhetorical function; (3) 
identities and identity work; (4) thematic priorities and relationships; (5) destabilising the 
narrative; and (6) critical synthesis.  
During stage one, the researcher engaged in reading of critical theory relevant to 
disability and social responsibility, while reflecting upon their own viewpoint (Appendix 2-
A). Stages 2-4 involved repeated reading of interview texts with a focus on each particular 
aspect of the narrative in turn (Appendix 2-B). Relationships were drawn between the texts in 
a dynamic process to reach a final set of themes (Appendix 2-C). Stages 5-6 involved 
revisiting theory and connecting this to the findings, before drawing the process together in a 
written synthesis. 
2.5. Validity 
Validity indicators specifically designed for qualitative research are important and 
Yardley’s (2015) criteria were considered from the outset. Sensitivity to context was achieved 
through familiarity with available literature across disciplines. Open ended interview 
questions were used so as not to constrain participants’ responses. An auditable trail of 
analysis was maintained and connections between participant quotes and researcher 
interpretations were demonstrated within the write-up. Reflexivity was ensured through the 
use of a reflective log and the methodology (Langdridge, 2007) involved explicit 
consideration of one’s own viewpoint. Given the researcher’s concurrent clinical work with 
people with TBI, personal anticipations were reflected upon as they developed (Elliott, 
Fischer, & Rennie, 1999). 
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2.6. Ethics 
The Faculty of Health and Medicine Research Ethics Committee at Lancaster 
University approved this study (section four: ethics section).  
3. Results 
A critical synthesis is presented below in the structure of four key themes, organised 
across levels of context. Figure 1 provides a visual display of the findings with the aim of 
locating participants’ experiences and privileging their voices. Presentation of themes is 
followed by a summary of work drawing on the social model of disability to ‘destabilise the 
narrative’, or provide an alternative perspective on the findings.  
[INSERT FIGURE 1 HERE] 
3.1. Work with me to really understand my struggles 
“There’s a lot to get your head round yourself... let alone explaining it 
to other people” (John) 
 
TBI was a significant, life-changing incident which resulted in transformed identity and 
increased challenges. The one-off event of the WCA was situated amidst an ongoing process 
of rehabilitation and learning about limitations. Assessors were seen as insufficiently qualified 
to assess functional ability within the complexity of the situation, as well as lacking the 
inclination to form a connection and truly listen to participants’ experiences. 
Throughout their narratives, participants focused on interactions with others and how 
these others understood or misunderstood their brain injury. For some participants, you 
needed to be an expert in order to understand the effects of TBI; this might be an expert by 
experience or a professional specialising in brain injury: “I think... unless you know about 
brain injury... or... you’ve got a specialism in it... it’s so hard to know... I mean before my 
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brain injury I didn’t know... anything really about the- the brain” (Mark). Generally, others 
were presented as having no interest or understanding regarding TBI, with assessors falling 
into this category: “a few things that he said... we knew then that he had no experience of 
head injury” (Peter). Nonetheless, exceptions to this rule appeared, as participants described 
unique individuals in their lives who somehow understood: “She knew that I was different... 
and she knew that there must be a- something fairly big going on that had caused... the 
difference” (Claire). 
The stability of constructed identity differed depending on the stage of rehabilitation. 
John was living an ongoing process of gaining insight into the effects of his TBI and making 
sense of what that meant in terms of identity. He variably presented himself as someone with 
a head injury who needed support versus someone who was able and wanting to prove 
himself: “One of the sad things is I don’t recognise it... if I feel ok on the day”. Amidst anger 
at being misunderstood, he described how he would push himself to complete tasks, and that 
it might be impossible for an assessor to realise the extent of his struggles: “I’ve got to hold 
my hand up and say it’s probably me own fault for saying ‘Oh yeh... I can do that’”. 
Alternatively, there were healthcare professionals who supported him to see beyond his “good 
day” and consider the “cost” of pushing himself: “She [neuropsychologist] says... ‘If you do 
something on one day... you’ll er hammer away at it and do it... but you’ll pay for it for the 
next three days... you’re tired... you’re grumpy... you’re forgetful’”. John reflected on the fact 
that if assessors asked more exploratory questions, they too might gain an understanding: 
“‘What happens after doing that?’... that’s the important key question”. However, his 
relationships with known healthcare professionals were ones of trust and assessors would 
need to work with him to establish a real connection. 
In contrast, Peter was 20 years post-injury; the lasting effects of TBI had become a fact 
of life and a more stable part of his identity. He was more likely to overlook his life 
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previously than to dismiss his brain injury: “I’ve never paid a bill in my life... well since my 
accident... I used to do all the bills”. For Peter, this meant there was no means of justifying the 
assessor’s view of his TBI, other than them lacking in knowledge and inclination to 
understand: “Assumptions again... there were a lot of assumptions”. Having worked hard to 
incorporate compensatory strategies, he was frustrated when he was seen as being able to 
complete tasks with ease. Like John, he felt that assessors could resolve this by asking the 
right kind of questions: “I don’t even think that was asked... ‘how do you remember?’”. 
Overall, participants saw assessors as neglecting the complexity of their situation, 
seeing TBI as an event rather than an ongoing process of rehabilitation with fluctuating 
presentation. The hidden effort needed to complete tasks, the sustainability of effort, and the 
costs of effort all needed to be considered. The role of insight was highlighted, in its potential 
to contribute to misunderstanding, as well as the ongoing importance of hope and maintaining 
a positive outlook. Assessors needed to have empathy to understand the difficulty in 
acknowledging and explaining one’s difficulties: “Thinking about your worst day... if you are 
feeling good and stuff... that can put you down” (Mark). Superficial cognitive assessments 
were also criticised, particularly when in-depth assessments had been carried out by known 
healthcare professionals and made available: “Asking me just typical questions erm... he 
asked me to... repeat what he was saying and all that” (Dominik). Participants wanted 
assessors to abandon a generic process in favour of real dialogue: “You stick it in the 
machine... is it a yes or is it a no... type thing”; “Start a conversation maybe” (Michelle).  
Where narratives had an overall or partially optimistic tone, it tended to be because they 
culminated with the person with TBI overcoming adversity and finally feeling heard: “I broke 
down crying... it was- it was a relief to hear... someone at last... see what they had in front of 
them” (Carl). The key message here was that no amount of explanation or written evidence 
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would result in the right outcome, unless the receiver was prepared to genuinely open 
themselves up to it. 
3.2. Reduce the barriers that I face 
“When I was reading it was causing headaches... I couldn’t handle 
[a] fifty page application form” (Dominik) 
 
There was seen to be a lack of consideration of barriers when setting government 
agendas. Participants perceived the benefits system as inaccessible and this was variably 
attributed to a lack of reasonable adjustments in the ESA process and to their impairment 
following TBI. Furthermore, the benefits system was not seen to take into account the relative 
inaccessibility of the job market for people with TBI. 
Regardless of whether participants identified as disabled, they did identify as struggling 
with the ESA process and needing support. Michelle’s story conveyed a complete lack of 
ability to deal with the benefits system in the early stages following her TBI, from the point of 
view of her present, more recovered self. She described herself as lucky to have friends who 
pushed forward with her ESA application: “Cause I wouldn’t have done it... when I came out 
of hospital I was just like... it wasn’t in my headset to even think ‘fight for this fight for that’ 
(Michelle).  
The face-to-face WCA was described as a distinct event within all texts. The scene was 
set either with an acknowledgement that a home assessment had been granted or a description 
of the assessment centre environment. Buildings were described as being far away and 
difficult to navigate to, with a lack of disabled access. Uncomfortable chairs were a common 
feature: “pokey little ... building... up the top of this tower block... and... these very 
uncomfortable blue chairs” (Peter). 
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Participants listed multiple effects of their TBI, which limited their own ability to take 
part in the process. Communication difficulties acted as a barrier and could be intensified 
during the assessment: “I’m talking now but when I’m under like pressure and stuff... I lose 
me words” (Mark). Participants also described memory and attention problems, difficulties 
completing tasks on time, and problems with seeing the ‘big picture’ or the potential 
consequences of the assessment outcome.  
Focus was also placed on the style and structure of assessors’ questioning; this was 
significant to participants due to the lack of adaptation to their needs and was perceived as an 
inherent part of the system as a whole. Some described a lack of structure which obscured the 
point of the questions for the person with TBI. Support was not given to stay on track: “... 
they don’t ever ask... ‘Would you like to come back to the conversation about what we were 
here for?’... They just let you wander” (Carl). Conversely, the structure could be rigid; time 
pressures on retrieval of information meant that details were only recalled on later reflection, 
when the assessment was over and the opportunity had passed. 
Some participants maintained the goal of returning to work. Dan’s narrative was 
accordingly centred on the lack of reasonable adjustments made later in the process. Although 
he was granted a home assessment and initially felt optimistic about being supported back to 
work through WRAG, he found his needs were not met: “... even a company that’s supposed 
to be tasked with achieving that objective of getting people [back to work]... won’t make 
reasonable adjustments” (Dan). He felt there were a lack of flexible employment opportunities 
for someone with TBI in a competitive job market. Additionally, the ESA system did not fit 
with his goal of part time work, resulting in a sense of an unfinished narrative where he could 
see no path forward: “... when it gets to that point... that- I can do a little bit... it’s not gonna 
be possible that... I can just do one or two days a week because... it won’t leave me enough 
money to live on” (Dan). 
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3.3. Acknowledge that I am not a ‘scrounger’ 
“I know there are people that don’t want to work... but that doesn’t 
mean that everybody’s like that” (Claire) 
 
Participants’ stories were situated in the context of wider societal narratives regarding 
claimants; people claiming any kind of benefits could be seen as ‘scroungers’. Within their 
stories, participants were working to place themselves outside of this rhetoric, while 
perceiving the government Department of Work and Pensions (DWP) as complicit with it.  
Specific societal narratives in regards to disability, as opposed to unemployment, 
benefits revolved around the idea of not being ‘genuinely disabled’ and were seen as 
perpetuated by media. Some participants subscribed to this view and supported it with 
examples of undeserving ‘others’. This was accompanied by concurrent rhetorical features in 
their own narratives to justify their TBI as genuine and place themselves outside of this 
category: “... they did a documentary on... benefit cheats or something... and they had people 
followed... I said to [my husband] ‘they’re more than welcome to follow me... because then 
perhaps they would actually get a picture” (Claire). Identities were generally constructed as 
honest, diligent, grateful, and having paid one’s own way prior to TBI: “... my background 
isn’t from... claiming benefits... my background is from... working for me money” (Mark). 
Participants talked about the financial reality of living on benefits to illustrate that they 
wouldn’t choose it over being able to work: “There’s no luxuries... they’ve gone” (Carl). 
Despite locating themselves outside of the ‘scrounger’ category, the hidden nature of 
TBI resulted in participants feeling judged by the general public: “they’ll think I’m drunk 
cause I start to stagger about” (John). This feeling of judgement was present within the ESA 
process and some participants perceived the stance of the DWP to be intertwined with societal 
narratives. Sometimes this was seen as a result of undeserving claimants taking up resources 
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and forcing the DWP to use a more stringent disability assessment: “I can imagine they get a 
lot of time wasters and people trying to... play the game” (Mark). Consequently, the DWP 
were perceived as having an agenda to reduce spending on benefits while the ‘scrounger’ 
narrative was perpetuated within the ESA system. 
Participants felt treated with suspicion by a system that was aiming to treat them as fit 
for work. With an incredulous tone, Jayne described how people with strikingly visible 
disabilities were having their right to benefits assessed: “I know a fella whose got... both his 
legs amputated... and his arm is amputated... he still has to go through all that system... he’s 
got no legs... he’s got one arm...what’s he supposed to do?!”. The lead up to the event of the 
WCA was characterised by anxiety and apprehension, as the responsibility was on the person 
with TBI to prove the hidden aspects of their disability.  
The WCA itself was viewed as attempting to uncover a reason that claimants are fit for 
work: “to make person lie on purpose... there is many tricks” (Dominik). Similarly, Jayne 
approached the assessment feeling as though “all it needs is one word wrong” and assessors 
were thought to look for evidence of ability outside of the structured assessment: “they have 
got their own agenda because... you are assessed from the moment you arrive at the medical 
centre” (Peter). Reports from known healthcare professionals, including specialists in brain 
injury, were disregarded in favour of a more limited assessment; participants struggled to 
make sense of this happening for any other reason than the system being intentionally set up 
that way. 
John felt as though his report was written about a “different person” and saw the 
assessor as a “smiling assassin” who had lured him into a false sense of security during the 
WCA, while judging him as a scrounger who was “swinging the lead”. Ultimately, most 
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participants found themselves receiving a report of their assessment which was at odds with 
their own experience of disability. 
3.4. Use your power to help me, not to punish or demean me 
“Please sir... can I have some more?” (Carl) 
A tension between two aspects of identity existed within the narratives; participants 
experienced vulnerability following TBI while working to maintain a fighting spirit. 
Experiences of being mistreated in daily social interactions were mirrored within the benefits 
system. The DWP’s position of power was illustrated through reference to its systematic use 
of conditionality as well as to interactions with individual assessors. Participants’ experiences 
of power and vulnerability could be seen permeate all levels of experience from the social, to 
the political and societal.  
Assessment centres were described as having an unwelcoming atmosphere and 
participants felt as though they were an “easy target” (Mark), due to having a TBI. They 
provided examples of feeling powerless in their assessments, for example having to follow 
instructions to perform physical movements when it felt scary and unsafe: “I remember sitting 
there saying ‘do I have to?’... And she says ‘yes’... and I looked at [my friend] and [my 
friend] went…” [demonstrates helpless shoulder shrug] (Michelle). Claire described hoping 
for her assessor to have a “friendly face” and being disappointed when she found them to be 
“abrupt and kind of uncaring”. Some participants used exceptionally emotive language, 
drawing on historical examples for maximum impact in illustrating their experience of power 
within the benefits system and wider oppression of disabled people: “you line up... like you’re 
at Auschwitz” (Carl); “shocking way of relating it to but... the Nazi’s in the second world 
war” (John).  
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Pursuing justice was often felt to be more important than money, but having a greater 
level of financial need, combined with impairments due to TBI, eliminated the possibility of 
successfully fighting back. Understandings were powerfully communicated of how one could 
reach a point of feeling that suicide is the only option:  “... there’s so many people... ending 
it... committing suicide... because of... the pressures... they’ve got no money” (Jayne). Peter 
described how his lack of problem solving skills following TBI led to rumination over being 
declared fit for work: “...if I didn’t get rid of those feelings you know you’d be suicidal... you 
would be... you’re very nearly bordering on... ‘why?’... you know”. 
Carl and Dominik delivered contrasting overarching narratives which illustrated 
vulnerability and the desire to take back control. Carl’s story conveyed a vulnerability in 
relationships following TBI: “I don’t make it public that I- I can’t remember what I’m doing 
[laughs]... cause people are cruel”. In a wider societal and political context, he presented 
disabled claimants as “second class” citizens at the mercy of decisions made by a government 
exercising control: “There’s no two ways about it... they want to put their size elevens round 
your throat and keep it there... that’s how they make you feel” (Carl). Despite holding on to a 
continued identity of being a “militant at heart”, his financial needs meant “fighting for 
survival” and inherently being in a position of vulnerability within the ESA process. Although 
his appeal was successful, his narrative ended on a continued tone of apprehension due to the 
ongoing power of the DWP to impact his finances and continue contact: “they want a piece of 
you all the time” (Carl). 
Dominik told a story of being let down and mistreated by the benefits system, appealing 
unsuccessfully against a decision that he was fit to work: “... this makes me angry... the way 
they look at you... they completely kind of ignoring you” (Dominik). However, the narrative 
ultimately ended with him taking back a sense of control. The key factor appeared to be a less 
desperate financial situation, which allowed him to make a conscious decision to opt out of 
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the system: “... so I decided no... I’m just not gonna do it anymore... cause... all these 
process... has caused more bad than good” (Dominik). 
Conditionality was brought to the forefront, with those who had been placed in the 
WRAG abandoning a chronological structure to focus plot on consequences of their 
assessment, rather than the assessment itself. However, flexibility and understanding, even 
within an ongoing framework of conditionality, could have a significant positive impact. 
Jayne and Michelle experienced their WRAG advisors as empathic and understanding allies, 
which led them to feel supported despite still having to meet criteria: “She says ‘you’ve got 
this and you can’t do this... why are you here?’... she- she was good she said ‘right well come 
every four weeks... not every week’” (Jayne). For most participants, the message was that 
they wanted those in positions of power to use that power to provide help: “they’re in a 
position to make your life better... but they don’t” (Claire). 
3.5. Destabilising the narrative 
Whereas the presentation of themes above aimed to focus on the subjectivity of 
participants, the following section explicitly utilises the social model of disability to view the 
text from an alternative standpoint. This model adopts a medical definition of ‘impairment’ 
while arguing that social and environmental barriers, attitudes and stereotypes have an impact 
in ‘disabling’ people with impairments (Barnes & Mercer, 2003). 
Participants talked about the impact of their impairments during the ESA process, but 
correspondingly were able to suggest actions that would have accommodated them within the 
system. For those wanting to return to work, this experience was reflected within the job 
market. Interpreted from the perspective of the social model of disability, these participants 
can be seen to experience disablement not solely as a result of their TBI, but due to the design 
of government services and the focus on a competitive capitalist society. However, when 
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those in positions of power ignore the barriers, an individualistic explanation of disability is 
perpetuated and the fault placed with the individual with TBI. Indeed, reported experiences of 
the WRAG as aiming to teach new skills, or to simply force the person with TBI into a job, 
are suggestive of a view that the individual can improve their own circumstances by ‘trying 
harder’. It is then possible for those in power to continue to neglect the changes that are really 
needed. 
The identity work within participants’ stories demonstrates further oppression of 
disabled people through dominant narratives that create stereotypes. While disabled people 
may have traditionally been seen as ‘deserving’ within the welfare state, an additional 
category of the ‘undeserving disabled’ is present. Participants’ efforts to present themselves as 
honest, diligent and grateful for their benefits were specifically present at times when they 
were working against a perceived counterview of being a ‘scrounger’. This seems to represent 
an active use of the ‘good’ and ‘deserving’ disabled claimant stereotype, as it is preferable 
over the alternative. Ultimately both disability stereotypes may be reinforced, as participants 
work to separate themselves from the undeserving ‘other’ but still remain “set apart from the 
ordinary” (Hunt, 1966, p.146).  With the texts viewed from this perspective, it is possible to 
see that barriers constrain not only participants’ everyday options, but the narratives that they 
create around particular topics within accepted ways of viewing the world.  
4. Discussion 
This study employed critical narrative analysis to explore the experiences of individuals 
with TBI who had taken part in the WCA. Four themes represented key messages from 
participants in relation to the assessment: (1) Work with me to really understand my struggles; 
(2) Reduce the barriers that I face; (3) Acknowledge that I am not a ‘scrounger’; (4) Use your 
power to help me, not to punish or demean me.  
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Experiences of the WCA were universally negative; even where participants felt 
positive during the assessment, this positivity was lost upon receiving the decision. Anxiety 
and apprehension were experienced prior to the WCA, due to financial concerns and hearing 
about other claimants’ experiences. Some participants found the assessment itself highly 
distressing, echoing the powerlessness and degradation previously reported by people with 
disabilities (e.g. Burgess at al., 2014). Indeed, Barr et al. (2016) evidenced that the WCA was 
independently associated with an increase in suicides and self-reported mental health 
difficulties. Two participants in this study spontaneously reflected on how one might 
understandably reach the point of suicide. 
Participants were at differing stages in processes of rehabilitation and adjustment, which 
highlighted how the negative impact of the WCA was qualitatively different depending on its 
positioning within ongoing journeys. Participants in the early stage of rehabilitation were still 
trying to resolve interpersonal and self discrepancies between pre- and post-injury identity 
(Carroll & Coetzer, 2011; Gracey, Evans, & Malley, 2009). There was a focus on returning to 
previous levels of functioning (Maestas et al., 2014; Shotton, Simpson, & Smith, 2007) and 
self-awareness was still developing (Sherer et al., 2003). The WCA was in direct opposition 
to the nature of support needed at this stage. Rehabilitation services would generally be 
aiming to create non-threatening therapeutic relationships, where identity might be explored 
safely and insight gradually developed (Gracey et al., 2009). In contrast, the WCA and 
subsequent written report confronted participants with a stark presentation of identity 
discrepancies; this occurred within a process that was inherently threatening due to potential 
financial consequences.  
Where more time had passed since injury, participants tended to have made adjustments 
to life following TBI. They had a more coherent sense of identity and had found new meaning 
within their lives, possibly indicating the presence of post-traumatic growth (e.g. Collicutt 
WORK CAPABILITY ASSESSMENTS AND TBI 2-24 
 
McGrath & Linley, 2006; Powell, Gilson, & Collin, 2012). In this case, the WCA seemed to 
be a destabilising event; routines and feelings of safety were disrupted and the outcome of the 
assessment was invalidating. 
Assessments used to establish capacity for work have been criticised as having the 
inherent assumption that they are “seeking to root out undeserving malingerers” (Warren, 
Garthwaite, & Bambra, 2014, p.1321). Participants described the impact of wider societal 
narratives and reflected on how these were perpetuated by the media. This is also 
demonstrated within research showing an increase in UK newspaper reporting of disability, 
accompanied by a decrease in articles describing disabled people in “deserving terms” 
(Briant, Watson, & Philo, 2013). Qualitative research with long-term sickness benefit 
recipients has highlighted an impact of this political and media rhetoric on the wellbeing of 
disabled individuals (Garthwaite, 2014). People with TBI in the present study felt particularly 
vulnerable to judgement from others, due to the hidden nature of their disability; this 
potentially contributed to heightened fear of being placed within the ‘undeserving category’. 
Experiences of power and vulnerability were present throughout participant narratives. 
They felt that others were in positions of relative power and this was intensified within the 
WCA process. The power of the DWP to deny or sanction benefits was salient; for 
participants who relied on this money to survive, there was little chance of escaping this 
situation. The extension of conditionality within the welfare state to disabled people (Patrick, 
2011) has been mirrored across the international context, with countries such as Switzerland, 
Luxemburg and Australia showing similar trends (Garthwaite, 2014). Early research 
regarding the effects of sanctions suggests a damaging impact on people with disabilities 
(Dwyer, Jones, McNeill, Scullion, & Stewart, 2016). For participants in this study, none had 
been sanctioned but the possibility was sufficient to cause distress in some cases. 
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The United Nations Convention on the Rights of Persons with Disabilities (2016) 
outlined concerns regarding how the WCA approaches the assessment of disability. Their 
investigation found evidence that personal circumstances, needs, and barriers were not taken 
into account. The participants in this study noted that their context was not explored. This 
suggests that theories of disability developed by disabled people (e.g. Union of the Physically 
Impaired Against Segregation: UPIAS, 1976) or internationally accepted biopsychosocial 
models (e.g. World Health Organization, 2001) are not being drawn upon to inform policy 
and practice. The narrow and generic feel of the assessment was felt to disadvantage 
individuals dealing with the complexity of impairment following TBI. 
The World Health Organisation put forward the International Classification of 
Functioning, Disability and Health (ICF; WHO, 2001) with the intent of shifting international 
focus towards the role of environmental factors in disability. It is also more compatible with 
rehabilitation strategy (Stucki, Cieza, & Melvin, 2007) than previous biomedical models. The 
ICF is useful for TBI as it considers how tasks are performed in both standardised 
environments and the individual’s own environment (Bilbao et al., 2003). This allows 
assessment of how compensatory strategies and technological supports may be facilitating 
performance. In addition, it allows assessment of actual levels of activity and participation, 
rather than having a narrow focus on capacity (Bilbao et al., 2003). Indeed, participants in this 
study wanted the WCA to take into account their compensatory strategies and support 
received from others, as well as the costs and sustainability of effort. A shift towards a 
biopsychosocial model of assessment would also highlight the barriers experienced by 
participants within the WCA process itself and within the job market they were expected to 
access.  
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4.1. Implications for Clinical Practice 
It was notable that issues were raised regarding the lack of support with benefits during 
initial hospital admissions. Improved integration of health and social care is needed to address 
these issues. Incorporating routine enquiry about finances in assessments conducted early in 
the rehabilitation process would highlight cases where support is needed.  
There is also an argument for routinely asking about benefits status further along the 
rehabilitation journey. First, in a practical sense, professionals are in a position to provide 
information to support claims. Participants in this study generally valued the input they 
received from services and felt more able to be open and honest where there was an existing 
relationship. Secondly, the findings suggest that complications with the benefits system may 
result in significant levels of distress for this client group. Assessing the situation proactively 
would allow early intervention in regards to management of distress. Furthermore, distress 
arising from the WCA could constitute a non-organic factor impacting on cognition; this 
should be considered when carrying out cognitive assessment following TBI. 
Finally, professionals supporting people with TBI have valuable expertise in assessing 
the viability of RTW following a TBI. They are in a more powerful position than clients in 
terms of providing recommendations to benefits system administrators regarding prevention 
of distress and meaningful assessment of disability. 
4.2. Recommendations for the WCA 
Participants provided clear direction in terms of how functional ability can be 
meaningfully assessed following TBI. Additionally, the experiences suggest a number of 
necessary changes in terms of the accessibility of the benefits system. The assessment process 
currently places significant emotional demands on those needing financial support, causing 
additional distress at a vulnerable point in their lives. 
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Participants wanted assessors to understand the WCA as a snapshot within a complex 
process of ongoing rehabilitation, insight development, and adjustment. The generic nature of 
the assessment questions was not suited to TBI and more exploratory questions were needed 
to access key information. Participants wanted expertise of their family members to be 
included, as they provided insight and support with recall. Adopting a biopsychosocial 
approach (WHO, 2001) would bring the WCA in line with international recommendations for 
disability assessment.  
Participants valued the input of known healthcare professionals who had often 
completed in-depth assessments. It was frustrating to see these assessments apparently 
dismissed in favour of something more superficial. Involving healthcare professionals at an 
early stage of the process may allow the assessor to gain a sense of the important issues to ask 
about, addressing any gaps in knowledge about TBI. There is also an economic argument for 
including these professionals; the need for an assessment may be negated where there is 
sufficient existing evidence, meaning that pressure on WCA resources may be reduced.  
A range of substantial barriers were encountered within the assessment process. It is 
vital that this is positively addressed and that people with TBI receive reasonable adjustments, 
in line with equality legislation (e.g. Equality Act 2010). There is need for an alternative 
means of initiating the process, as the ESA-50 form is not accessible. Physical barriers also 
need to be considered and people with TBI may need breaks or changes in position. Finally, 
assessors should have specific training in working with people with cognitive difficulties, 
including supporting people with memory, attention and communication. Assessments need to 
be flexible, with options to feed in information recalled at a later time.  
Most importantly, an understanding of the inherent power imbalance during a WCA is 
needed. People with TBI have been through traumatic experiences and ongoing impairments 
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may result in them being vulnerable in interactions. Above all, participants wanted to be 
treated with empathy and understanding, with those in positions of power offering support. 
Too often they were left feeling punished and demeaned by the process. 
4.3. Strengths and Limitations 
A key strength of this study was the qualitative design and use of narrative interviews, 
which created space for participants to set their own context and give rich accounts of their 
experience. Critical narrative analysis allowed consideration of context as well as the 
challenges to identity commonly experienced following a TBI. The analysis followed a 
detailed framework (Langdridge, 2007), which allows the reader to evaluate the steps taken. 
Recruitment through social media ensured access for people no longer involved with services, 
allowing a sense of the continued journey following discharge. Participants were recruited 
across a large geographical area and demographics were broad. 
The study utilised opportunistic recruitment and overall negative experiences of the 
WCA were reported. It is important to acknowledge that individuals with difficult experiences 
may have been more likely to take part. The study did not recruit through a particular service, 
with access to records, and participants were generally not able to recall the severity of their 
brain injury. However, from the perspective of the narrative method it was clear that their 
focus was understandably directed towards what TBI meant for them in function. A final 
possible limitation relates to the analysis being carried out by one researcher. However, the 
epistemological stance and the critical narrative analysis method acknowledged that the 
researcher was part of the co-creation of meaning. Qualitative standards for validity were 
considered throughout (Yardley, 2015) 
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4.4. Future research directions 
This is the first study to explore the experience of people with TBI regarding the WCA 
with an in-depth qualitative design. Consequently, further research is required. Potential 
directions might include using triangulation to gain perspectives from other significant people 
in the process; for example, interviewing people with TBI, their family members, and a 
known healthcare professional. In addition, there is need for research to explore the 
experience from the perspective of the WCA assessors. Healthcare professionals with training 
in research methods can bring an important perspective to this topic and arguably have a duty 
to advocate on behalf of clients who are struggling with the benefits system. 
5. Conclusion 
This qualitative study drew key messages from the narratives of adults with TBI 
regarding the WCA. The assessment was experienced as unsuitable for the complexity of TBI 
and assessors were seen as lacking in knowledge and interest. Participants experienced 
multiple barriers, due to impairments not being accommodated within the WCA process or 
job market. Societal narratives regarding ‘undeserving’ disabled benefit claimants resulted in 
participants feeling as though they were treated with suspicion. Experiences of vulnerability 
following TBI permeated the narratives, with participants feeling punished and demeaned by 
the process. 
Participants made clear recommendations for improvement of the WCA. There is a need 
for assessors to demonstrate empathy and interest, and barriers within the process need to be 
reduced. Contextual factors, fluctuating presentation, and stage of rehabilitation should be 
considered within the assessment, with a move towards a biopsychosocial approach. Finally, 
participants wanted acknowledgement that they would work if they could, and for those in 
positions of power to provide support rather than punishment. It is notable for healthcare 
WORK CAPABILITY ASSESSMENTS AND TBI 2-30 
 
professionals that these participants reported negative emotional and psychological 
experiences; there is need for assessment and early intervention in regards to this distress. The 
support of rehabilitation professionals was valued and participants wanted them to have more 
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Table 1. Participant demographics 
Name
2







ESA status Employment status 
prior to injury 
Education level Reported levels of support 
         
Carl Male 50 7 ESA-50 form 
Assessment 
Appeal 
Support group Full time 
employment 
Left school at 
aged 16 after 
C.S.Es 
Daily prompts from family to complete 
all activities of daily living, with follow 
up reminders. Support to travel and 
attend appointments. Electronic system 
fitted for kitchen safety. Family help 
with cooking. 
 
Claire Female 38 1 ESA-50 form 
Assessment 
 
Found fit for 
work, 
unemployed 
Off work with 
sickness and had 
been due to return 
 
A levels Husband has taken on more of the 
housework and childcare tasks. Also 
supports with paperwork and 
monitoring medication. Support from 
family and electronic devices to support 
memory and planning. 
 
Dan Male 45 18 ESA-50 form 
Assessment 
 
Support group Had left fulltime 
employment as not 




Independent in activities of daily living. 
Receives support from family members 
during meetings due to anxiety. 
Accesses support in navigating benefits 
system and return to work from a range 
of charities. 
 
Dominik Male 23 2 ESA-50 form 
Assessment 
Appeal 




Working for an 
agency 
Level 3 course 
currently being 
completed 
Receives daily prompts from family 
members regarding activities of daily 
living, particularly risks in kitchen. 





                                                          
2
 All participants were asked whether they would like to use their own names, or have a pseudonym assigned, in line with approved protocol. 
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Claiming ESA due 





Receives support from husband in 
activities of daily living, supporting safe 
personal care due to physical 
limitations, and taking medication. 
 
John Male 55 2 ESA-50 form 
Assessment 
Appeal 




Receives support from wife and son in 
the form of reminders to complete tasks 
and to manage fatigue. Support in 
decision making, navigating social 
interactions, shopping and managing 
finances. 
 
Mark Male 34 2 ESA-50 form 
Assessment 
Support group Full time 
employment 
 
A levels Uses electronic device to support 
organisation, planning and memory. 
Support from wife when attending 
appointments. Support with expressive 
communication when under pressure. 
 








Receives support from a friend once a 
week to cook meals which can be 
stored, due to ongoing physical 
impairments. 
 
Peter Male 62 20 ESA-50 form 
Assessment 
 






Left school at age 




Receives support from wife in the form 
of prompts for all activities of daily 
living. Support with recalling 
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Figure 1. Visual representation of participants’ experiences and voices 
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Appendix 2-A 
A Critique of the Illusions of the Subject 
Figure A1. Personal map of topic 
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Appendix 2-B 
Example of Transcript Analysis 
CARL 
Events in overarching narrative 
Attacked – came out of hospital – 12 months to recover from physical injuries  
Moved in with family member – tried going home a few times but didn’t “sit well” 
Realised something wasn’t right when back at home 
Shop owner noticing memory difficulties 
Had been living off savings but money ran out 
Went to doctor and applied for ESA – didn’t feel comfortable going back to job 
Welfare rights filled in the form and a letter came through to go for the medical 
Went to the medical which seemed to focus only on the physical – didn’t feel like had been given right 
assessment. 
Received a letter to say been put in the WRAG and inviting to programme 
Didn’t initially understand that there were two different ESA groups 
Attended job centre and informed about going to work programme – would get reimbursed for travel. They 
didn’t understand brain injury as “really ill”. 
Attended work programme for a week. Sat in front of a computer doing very little. Would not reimburse travel 
for taxis. Carl refused to go back. 
Submitted sick notes so as not to attend the remainder of the work programme. 
Concerned would be sanctioned but this didn’t happen 
Put in mandatory reconsideration. 
Two mandatory considerations “knocked back” 
Advised to go to appeal 
Went to appeal court and was asked “why are you here?” It was a relief to have someone understand. 
Feels as though directives must be coming from the government to the DWP - to not give out benefits and to 
take back mobility cars. 
A big weight was lifted after the appeal. 
But it didn’t end there.  
Still worrying each time benefits are due that they won’t be paid 
“Grateful for what I’ve got but the road to getting it is wrong” 
- 
Natural end of narrative and move into reflections and elaborations 
 
Narratives in the text 
Look out for new beginnings, marked shift in content, especially new settings and new characters (Langdridge, 
2007). 
 
Self and others beginning to recognise changes 
Setting: Back at home and trying to complete daily tasks 
Characters: Local shop owner 
Time: 1.50; Lines: 22-45 
Shop owner noticing changes, i.e. going into shop several times in one day 
 
Attending the medical 
Setting: Not sure but local 
Characters: Brother in law, ESA assessor 
Time: 3.35; Lines: 72-103 
Being at the medical – not one question asked about brain injury, assessor only interested in whether could do 
physical tasks, felt deflated, didn’t feel like had been given the right assessment. 
Time: 29.23; Lines: 640-702 
Somewhere local. Can’t remember the assessor. Know it was a lady. Assessment was not relevant to difficulties, 
“beyond a joke”. “If they’d asked me anything that was going on with my memory”. Reeling off examples of 
questions. The questions were “like a scarring… you don’t forget”. Not long ago been attacked and it’s there in 
the notes. Don’t know if they’re proper doctors because the questions are not relevant.  
Time: (2) 5.20; Lines:  1350-1415 
Don’t know what they perceive when you’re “wandering”. They don’t ask “would you like to come back to the 
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conversation”. They just let you wander and then make their decision. The time to put your case across is lost. 
You can’t articulate what you need to. Struggling to remember and might make it up because can’t remember. 
Need an opportunity to feed in forgotten information after the fact. 
 
Attending the job centre 
Setting: Job centre 
Characters: DWP employee at job centre 
Time: 5.27; Lines: 109-183 
Attending job centre – informed about local work programme. Explained about not being able to take public 
transport and asked about reimbursement. Told that he would be reimbursed. “What they don’t tell you is…” it’s 
only for public transport, not taxis. Job centre worker said support group was “only for people who are really 
ill”. Blood was boiling. People don’t recognise invisible impairments. Already on high rate for PIP.  
 
Attending the work programme 
Setting: Work programme 
Characters: Employees at work programme, other benefit claimants  
Time: 8.35; Lines: 184-330 
Work programme – every day for a week. They’re not a work provider, they’re a recruitment agency. “You’re 
not fit just yet but you will be”. How are people with no medical training able to assess work capabilities for 
someone who is ill? Asked if could work a computer. Asked if had a CV. Just sat there. Put on a computer to 
look for work. “I don’t know how to do that, so I’m not gonna do it”. They want you to find a job. Don’t 
reimburse taxi receipts. “It’s your responsibility to find the cheapest mode of transport”. They refused so I 
refused to go. “I lost the plot a bit” “Why are you discriminating against me?” 
Time: (2) 8.03; Lines: 1441-1492 
Never got reimbursed, could have done after appeal but didn’t get round to it. The work programme “still 
harassing me now”. They text with inappropriate jobs, e.g. driving job when licence has been taken away. “They 
want a piece of you all the time”.  
 
Experience with the decision maker 
Setting: Over the telephone and through post 
Characters: Decision maker 
Time: 16.21; Lines: 322-394 
Decision maker sent out for more evidence. No time to send back before decision came through. The decision 
was made without the additional evidence. Phone up and decision maker said “my advice to you is to go to 
appeal”. “The government have given them directive” (to keep telling people no). 
Time: (2) 1.39; Lines: 1257-1294 
Decision maker never asked “how’s your illness affecting you?” He wasn’t interested. 
 
Going to the appeal court 
Setting: Appeal court 
Characters: Brother in law, judge, panel member experienced in brain injury, clerk 
Time: 18.08; Lines: 355-430 
Went to appeal courts. It was “comical” they had already looked at the notes. Judge said “why are you here?” A 
relief at last for someone to look at what they had in front of them. “I broke down” (Only defence of DWP is 
that they didn’t have the brain scans at the time. But didn’t pay attention to barriers of struggling to articulate 
self.) 
Time: 33.35; Lines: 740-795 
On the panel happened to be someone who dealt in brain injury – it was her that said “why are you here?” Told 
by the clerk before going in “you don’t have to go in if you don’t want… the decision’s already been made… its 
good news”. Wanted to go in anyway and speak when offered the chance. The people on the panel knew the 
background. In and out in two minutes.  
 
Hearing horror stories about others experiences 
Setting: Local neighbourhood 
Characters: Another benefit clamant, “they” (the DWP) 
Time: 19.10; Lines: 395-402 
Horror stories you hear – guy round the corner with no legs – they’ve taken his car of him. Another directive 
they’ve given - to take the cars back. 
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Attempting to go back to work 
Setting: Local company 
Characters: Hiring manager, other employees 
Time: 20.50; Lines: 427-446 
Tried to get a job. Sat in the house going insane and missing being active. “I have to get out of here, I have to 
get a job”. Given a job but only lasted a short time (8 weeks).  
Time: 25.45; Lines: 534-575 
Forgetting routine of job and having to ask questions. “You’re not gonna babysit a grown man”. “I was asking 
the same questions all the time.” “It becomes as frustrating for them as it is for you”. 
 
Being ‘political’ from a young age 
Setting: Childhood home 
Characters: Dad, adult role models 
Time: 27.50; Lines: 822-852 
From the age of 13, used to sit and watch question time with Dad – see adults arguing and ‘loved it’. Didn’t 
completely understand issues but developed interest in politics. 
 
Receiving a general election campaign letter 
Setting: Home 
Characters: Prime Minister, conservative party 
Time: 38.10; Lines: 845-867 
Had a letter of Theresa May this week. I’ve never voted conservative. Not on cheap paper. “From the right 
honourable Theresa May”. “That’s the problem… she’ll get back in”. 
 
Controlling who knows the full story about brain injury 
Setting: Various 
Characters: Strangers, family, neighbours, professionals 
Time: 39.30; Lines: 872-929 
I don’t make my brain injury public. This area is “a bit rum”. “If they see a sign of weakness they’ll jump on it”. 
Immediate neighbours know and keep an eye. “I know what to say and how to say it” to appear like nothing has 
changed. “As soon as I got diagnosed… my family’s attitude changed… in a good way”. But saying what you 
can’t do anymore. 
 
Political campaigning 
Setting: Home, watching TV 
Characters: David Cameron, the conservatives 
Time: (2) 3.30; Lines: 1321-1346 
The Tories, general election. Talking about “your blinds being closed”, “the work shy that have their blinds and 
curtains closed”, “for the record… I keep my blinds and curtains closed because I was attacked and I don’t want 




The tone of a narrative also provides important insights into the meanings being expressed, e.g. optimistic, 
pessimistic, comic, or tragic. Note changes in tone, e.g. beginning optimistic and then it becomes clear that the 
story is more tragic. Phenomenologically speaking, it is best to use the most appropriate descriptor available 
rather than try to slot the narrative into some predetermined framework (Langdridge, 2007). 
 
Neither optimistic nor pessimistic overall 
Indignant, angry, suspicious in relation to experience with the benefits system 
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Rhetorical features (e.g. excuses, explanations, justification, criticism – seen in opinions) 
Rhetorical features of the text, e.g. excuses, justifications, criticisms – explicit and implicit. Rhetorical discourse 
is argumentative talk designed to persuade and involves explanation, justification, and criticism, seen in 
opinions. People invariably present a position against perceived counter positions, at once justifying and 
explaining their own view and criticising the counter view (Langdridge, 2007). 
 
 Justification of need/impairment/inability to work (lines 136-168; 247-260; 309-323; 548-571; 585-590; 
769-782; 1350-360) 
 Assessors do not respond to attempts to communicate difficulties (lines 77-103) 
 Implication that DWP intentionally withhold necessary information, e.g. there are two ESA groups (lines 
109-135) 
 DWP are deceptive and hide their intentions, e.g. work programme is about pushing you into work, not 
helping you get fit for work (lines 187-225) 
 DWP intentionally avoid acknowledging need (lines 170-182) 
 Staff in WRAG programme are not qualified to assess fitness for work, yet are in a position of power (lines 
193-202) 
 WRAG staff use of power in a way that demeans people, wrong and unethical, “line up like you’re at 
Auschwitz” , response of embarrassment then defiance (lines 227-253) 
 Examples of demeaning treatment, embarrassed in front of others (lines 309-320) 
 DWP “refusing” to provide needed travel support (lines 235-253), lack of understanding of travel needs 
(lines 1435-1440) 
 Showing moderation of criticism of the DWP, conveying reasonableness (lines 296-302; 379-387), from 
the DWP’s point of view maybe they shouldn’t be interested? It’s from disabled people’s point of view 
that they should (lines 1267-1286) 
 Evidence from medical professionals shows that the DWP are in the wrong (lines 300-304) 
 Examples of the DWP dismissing or avoiding evidence, e.g. not waiting to receive it (lines 335-353), 
pretence of asking for information (364-373) 
 Demonstrating presence of hidden DWP agenda – keep saying no and people will give up (lines 355-373), 
reduce benefit payouts (lines 395-411) 
 Justifying level of own knowledge – you pay attention when the subject matter affects you (lines 406-415) 
 Showing oppression of disabled people through physical metaphor “they want to put their size elevens 
round your throat and keep it there”, seen as second class (lines 406-425) 
 Positive outcome of appeal immediately clouded by example of further negative treatment by the DWP 
(lines 427-451) 
 Presenting self as upfront/honest and not at fault (lines 440-446; 497-502), surprise at accusation (lines 
469-471) 
 Example of the power the DWP hold, what would you do without benefits? (lines 581-587) 
 Illustration of how the DWP can use their power to act suddenly in restricting benefits (lines 604-511) 
 People in need are entitled to benefits and care e.g. I am entitled to benefits (lines 621-631), certain groups 
of people should be given support (lines 1317-1322) 
 Examples of how hard life on benefits is, financially (lines 627-631) 
 Grateful for benefits and don’t complain about financial limitations (lines 629-631) 
 The “road” to getting benefits is wrong, word “wrong” repeated twice (lines 627-635) 
 Assessors are not qualified, they don’t ask relevant questions (interviewers phrasing corrected to stating of 
fact) (lines 646-654), reeling off inappropriate questions (lines 644-654), incredulous that feeding yourself 
is a “black mark” (lines 650-657), not “proper doctors” (lines 692-733), its “wrong” to assess someone 
with a brain injury when you’re not a doctor (lines 711-727), demonstrating the difference in outcome 
when assessed by someone suitably qualified (appeal) (lines 745-788)  
 Illustrating the trauma of being attacked and the dismissal of this by assessor (lines 676-683) 
 Long standing opinions regarding inequality and abuse of power in oppressing and taking advantage of 
people (lines 797-831) 
 Politics: incredulous that the conservatives would expect his vote (lines 845-862), government wasting 
money (lines 854-862), criticism of current government but also blaming lack of opposition (lines 861-
867), criticism of conservative government talking about the “work shy” and powerful example if this not 
being the case “For the record I keep my blinds and curtains closed because I was attacked with a ____” 
(lines 1322-1342) 
 Illustration of why it’s not always safe to reveal brain injury  (“weakness”), “people are cruel” (lines 871-
894) 
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 Appreciate support of family but they are also taking things away, e.g. independence (lines 905-920) 
 DWP not meeting people’s needs, lacking in empathy, not giving due attention to information (lines 1250-
1264), DWP show through their actions that they don’t care if you get your needs across (lines 1350-
1372), lack of knowledge and care from assessors in gaining a full picture (1381- 1415) 
 Unfair and unacceptable not to allow someone the chance to represent themselves, example of decision 
makers behaviour (lines 1267-1280) 
 Clapping hands to indicate how quickly you are expected to “perform” in assessments (lines 1281-1286) 
 You are powerless in the situation because you are essentially “fighting for survival” (lines 1288-1294) 
 Showing that calling ourselves a “modern progressive society” is a misrepresentation through examples of 
other cultures compared to this country’s treatment of vulnerable people (lines 1293-1322) 
 Financial impact for someone on benefits to have to phone DWP (lines 1419-1440) 
 WRAG group hold continued power to “harass”, demonstrated through continued contact by phone, 
powerless to sever connection, “they want a piece of you all the time” (lines 1455-1492) 
 
Function of narrative 
The rhetorical function of a narrative may change through the course of the narrative or remain consistent but, 
regardless, it will be doing work to position the speaker in relation to the wider world of stories that the speaker 
inhabits (Langdridge, 2007). 
 
Justifying own genuine level of need, someone who is entitled to claim benefits. Certain groups of people 
should be given support.  
Newly situated within “disabled” group but long standing opinions on the lack of equality and oppression of 
poor people. Lack of power to change things but presenting self as having clear knowledge of systems leading to 
own lack of power. 
DWP as under direction from the government with hidden agendas of reducing benefit pay-outs. Unacceptable 
lack of knowledge and qualifications, demonstrated through the different result when assessed by someone who 
knows about brain injury. There is a right and wrong and the WCA process is wrong. 
 
Possible perceived counter view: 
Individualistic society, conservatism 
Societal narratives around undeserving benefit claimants or “work shy” 
 
Identities and identity work 
The particular self being brought into being in the narrative. Who is this person? What kind of person does this 
particular narrative construct and how does this relate to what we know of the person (sex, sexuality, age, 
ethnicity etc.) and the topic being discussed? (Langdridge, 2007) 
 
Previous life and identity 
Used to be an active person (lines 431-437; 931-936), making more money – great life (lines 613-616) 
 
Continuity of identity 
Stands up for self (lines 235-253; 752-761), “I’m a militant at heart (lines 795), prepared to challenge and 
question (lines 476-495; 820-831; 1056-1059), forms own opinions (lines 1089-1092) 
Someone who questions things beyond surface level (lines 355-373) 
Upfront and honest (lines 439-446; 497-502) 
Wouldn’t ask for more than is deserved (lines 621-625), would only be complaining if something was really 
wrong with the process (lines 644-654) 
“I might be ill but I’m not stupid” (lines 491) 
Strong political and moral opinions, social justice, against oppression and the powerful taking advantage, but 
believes in reward for hard work, against conservative party (lines 795-813; 839-856) 
Trying to maintain old identity, e.g. being as active as possible (lines 961-966) 
 
New identity 
No longer a “normal” person, but can look normal (lines 35-38; 1350-1360) 
An “ill” person (lines 145-158; 384-390) 
Can’t be held responsible anymore (lines 534-537) 
Less sure of self (lines 722-727) 
No longer as able (lines 738-739) 
Now need to be looked after/ receive support (lines 548-569; 1281-1291; 1469-1470) 
It’s not always safe to reveal new identity “sign of weakness” (lines 875-892) 
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Different identity within family “things are getting taken away from you” 
Loss of independence (lines 941-942) 
Getting older – gaining happiness from simple things “I think it’s an age thing you know” “It gives me 
happiness” (lines 986-998) 
Lost internal sense of structure (lines 1017-1020) 
Limited in valued activities by serious financial hardship (lines 1429-1433) 
 
Initial notes on key themes 
 
 Process of gaining insight into difficulties (lines 22-63; 548-550) 
 Needing support completing ESA paperwork (lines 72-75) 
 Assessment questions not relevant to brain injury (lines 77-103; 643-654; 698-699) 
 Responsibility on person with TBI to prove their disability (lines 77-103; 384-398) 
 Not understanding the benefits system, e.g. support v. WRAG (lines 105-131) 
 Not being given needed information (lines 124-135) 
 Invisible disability not recognised (lines 145-162) 
 Unclear purpose of WRAG: support to get fit for work, or to find a job – should be doing the former? (lines 
184-226; 210-225) 
 Demeaning treatment by WRAG staff (lines 227-253; 309-320) 
 Inconsistency in information given (lines 235-253) 
 Lack of qualifications of WRAG staff (lines 200-202) 
 Conditionality (lines 245-304) 
 Importance of known medical professional’s opinion (lines 248-260; 1257-1267) 
 Apprehension of sanctions/losing money (lines 296-299; 524-537; 581-593; 599-611) 
 Discrimination re. reasonable adjustments (lines 309-317) 
 Decision maker not making effort to gain important information (sense of deliberately avoiding?) (lines 335-
353; 364-373) 
 Hidden agendas/directive from government (lines 355-362; 417-425) 
 Relief at finally being heard (appeal) (lines 375-398; 427-428) 
 TBI as a barrier to communicating difficulties (lines 384-398; 1278-1286; 1350-1364; 1381-1387) 
 Hearing horror stories about other claimants (lines 398-402) 
 Power and oppression in society – disabled benefit claimants are second class (lines 403-425) 
 Failed attempt at RTW (lines 431-446; 542-577) 
 Balancing pride and continued identity with current abilities (lines 491-495) 
 Inability to work (lines 585-593) 
 Power of DWP to impact financially (lines 604-611) 
 Entitlement to benefits when you’ve paid your way (lines 621-625) 
 Reality of living on benefits (lines 627-631; 944-946) 
 Feeling grateful for benefits v. mistreatment in process (lines 630-635) 
 Family/friend support at assessment doesn’t change outcome (lines 646-642) 
 Black and white assessment questions – yes/no (lines 644-654) 
 Penalised for being able to manage a task (lines 644-653) 
 Not remembering much about the assessor (lines 666-672) 
 Assessors not looking at information they’ve been given (lines 676-683) 
 Assessors not considering traumatic experiences (lines 676-683) 
 Assessors lacking in qualifications/knowledge (lines 692-716) 
 There is a need for assessment from a specialist in brain injury (lines 713-727; 749-789) 
 Wanting the chance to respond/speak up for self (lines 790-795; 816-826) 
 Inequalities in society, unethical use of power (lines 797-813) 
 Not disclosing difficulties unless safe to do so (lines 875-907) 
 TBI as a sign of weakness/vulnerability (lines 884-886) 
 Risk of people taking advantage (lines 888-892) 
 More able to honestly communicate with known HCP (lines 900-903) 
 Family treat you differently after TBI (lines 905-920) 
 Loss of independence after TBI (lines 914-916; 941-942) 
 Loss of previous identity/valued activities (lines 931-939) 
 Need for external routine and structure (lines 1000-1020) 
WORK CAPABILITY ASSESSMENTS AND TBI 2-51 
 
 Difficulties with attention following TBI (lines 1017-1034) 
 Assessors lack of understanding/empathy (lines 1250-1255) 
 Assessors do not listen (lines 1250-1255) 
 Staff at DWP don’t wait for important information (lines 1257-1261; 1372-1379) 
 Lack of opportunity to respond/ communicate own difficulties in assessment (lines 1267-1279) 
 Time pressure on retrieval of information in assessments (lines  1281-1286; 1386-1397) 
 Fighting for survival – power in the hands of DWP (lines 1288-1294) 
 Societal attitudes to caring for people in need (lines 1293-1322) 
 Societal narratives around benefit claimants “work shy” (lines 1323-1434) 
 Assessment not structured to support someone with TBI to provide a full picture (lines 1363-1372) 
  Need opportunities to contribute information remembered later (lines 1399-1415) 
 System causing further financial pressures (lines 1419-1438) 
 Constant continued contact from WRAG when no longer appropriate (lines 1356-1492) 
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Appendix 2-C 
Example of Early Development of Themes across Transcripts 
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This doctoral thesis has consisted of two pieces of research. I initially planned the study 
into how people with traumatic brain injury (TBI) experience the Work Capability 
Assessment (WCA), before deciding on a suitable area to carry out a literature review. 
Research regarding the WCA is relatively new, and this was the first qualitative study to 
explore the experiences of people with TBI in particular. In considering disability following 
TBI and the significance of the wider context, I decided that a literature review of the 
experiences of informal caregivers would complement the research project. The current paper 
aims to review the research process and provide additional reflections on my personal 
experience of carrying out the research. I will particularly focus on aspects of the research 
regarding the WCA, drawing on reflections associated with the literature review where 
relevant. 
Brief Summary of Methodology and Findings 
As I outlined above, the research project reported in Section Two explored the 
experiences of people with TBI in relation to the WCA. The United Kingdom (UK) 
government introduced the WCA in 2008, as a means of measuring functional ability to work 
against a threshold of disability required to receive state financial benefits. The WCA has 
been widely criticised by people with disabilities, and the healthcare professionals and 
charities that support them (e.g. Burgess et al., 2014; Mind, 2014; Spartacus Network, 2012). 
In addition, I had observed through my clinical work that difficulties with the WCA were 
contributing to the distress of clients within neuro-rehabilitation services. I carried out 
interviews with nine individuals who had sustained a TBI and analysed the data using critical 
narrative analysis (Langdridge, 2007).  
The findings emphasised the voices of participants in relation to their experience of the 
WCA. The process caused significant distress and participants wanted change at all levels, 
from one to one interaction with assessors to wider societal narratives. People with TBI 
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wanted assessors to work with them to understand their struggles and wanted the government 
to consider accessibility issues relating to the WCA and job market when setting agendas. 
Participants were aware of wider societal narratives regarding ‘undeserving’ benefit claimants 
and wanted an acknowledgement that they would work if they were able to. Finally, they 
reported feeling punished and demeaned within the system; they wanted others to use their 
relative power to provide help and support.    
The literature review in Section One explored relatives’ experiences of providing 
informal care to adults with TBI. A systematic literature search identified 15 relevant 
qualitative papers, the findings of which were analysed using Sandelowski and Barroso’s 
(2007) guidelines for metasynthesis. The synthesis was presented as three themes: (1) A new 
path with an unknown person; (2) Navigating the new terrain; and (3) Strong supports or 
crumbling foundations. It was noted that negative experiences on the part of caregivers were 
more frequently reported than positive ones. Amidst difficulties in adjusting to a relationship 
with a changed relative and finding a way forward, wider supports were often experienced as 
falling away. This was particularly true after discharge from hospital. Financial difficulties 
were one of the areas where secure foundations were not felt to be present, which drew 
parallels with the empirical research paper.  
Clinical Psychology and Social Policy 
Throughout clinical psychology training, I have felt frustrated and often helpless in 
regards to the wider context that can have a negative impact on clients. Extensive research has 
found that inequality in society has a negative impact on physical and mental health 
(Commission on Social Determinants of Health, 2008; Wilkinson & Pickett, 2009). While I 
do believe that collaborative individual therapy can build meaningful change, I question the 
utility and ethics of work within the therapy room when formulation indicates that the wider 
context is contributing to distress (Cromby et al., 2012; Smail, 2005). Indeed, clinical 
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psychology as a profession seems to be increasingly acknowledging the need for 
psychologists to apply their knowledge and expertise to influencing wider policy. This has 
also extended to using our relatively powerful positions to influence government policy, 
promoting agendas that are likely to increase wellbeing and presenting evidence to the 
contrary when we see agendas that are causing distress (e.g. British Psychological Society: 
BPS, 2015; Psychologists Against Austerity, 2015). 
When discussing the topic of my research paper with others in the profession, I received 
a lot of positive responses and often people shared their own experiences of working with 
clients who were struggling with the benefits system. There was no doubt that this was seen to 
be an important topic, but I also felt at times that there was an element of surprise for some. I 
wondered whether perhaps the choice of a clinical psychology doctorate thesis topic aimed so 
explicitly at evaluating policy at the political level was still relatively unusual. In my 
experience, this does seem to be the case. Nonetheless, I have felt optimistic as a result of 
communicating with other trainees, both within and outside my own doctorate course, who 
have approached similar research questions for their thesis.  
Although I strongly believe that there is a need for increased focus on the wider societal 
factors that contribute to distress. I found myself often questioning my own ability to do this. I 
have been an active member of current psychologist driven movements within the UK, aimed 
at using knowledge to influence policy. This has included critiquing government ideologies 
that reduce resources for health and social services as well as restricting disability benefits for 
people unable to work. I have had regular discussions with colleagues regarding how one 
might feel somehow ‘unqualified’ to comment on government policy, despite having relevant 
psychological knowledge. This aspect of personal doubt has certainly arisen at times 
throughout my research, where I have questioned whether I have the skills and expertise 
required to complete this project well. My confidence has grown throughout the project as I 
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have come to realise how much the study was appreciated by participants and the relevance of 
psychological and neuropsychological knowledge when analysing their accounts. 
Epistemology 
 The ‘wider focus’ of this research was important in establishing an epistemological 
stance. I have often struggled with the language around epistemology and have felt that being 
a developing researcher involves having to choose a certain label that communicates your 
epistemology to other academics. However, this may also leave my position open to 
interpretation by others, as the label might mean something different to them. I spent time 
reading literature and considering the nature of the knowledge I was seeking from participant 
accounts. I was looking to gain a sense of participants’ subjective lived experience, which 
may differ from the way in which others would experience the same event. In this sense I was 
incorporating phenomenological philosophy, looking for individual meaning.  
However, I do not view language as a direct reflection of these experiences. I believe 
that I am able to access a reconstruction of participants’ experience, which I have been 
involved in creating. The way in which people create narratives of their experience is 
inevitably influenced by their own aims, the context they live within, and how they perceive 
the listener. At the same time, the position of the researcher influences their own responses to 
the narrative and the questions they ask, regardless of attempts to ‘bracket’ experiences and 
beliefs (Langdridge, 2007). I therefore summarised my epistemological stance as social 
constructionist. 
Having described my default stance as social constructionist, it was interesting to think 
about how this applied when carrying out a literature review and meta-synthesis. There are 
conflicting views regarding whether a synthesis of qualitative literature should incorporate 
papers produced by authors who have stated differing epistemologies and methodologies. 
Indeed, as Sandelowski and Barroso (2007) state in their guidelines, if one is synthesising 
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findings, then there is an inherent assumption that these ‘findings’ exist. I believe that there is 
a need for practicality in research and we should be looking to produce literature that furthers 
understanding and makes research accessible for the benefit of people needing support. I 
therefore subscribed to Sandelowski and Barroso’s (2007) view; in carrying out a meta-
synthesis, we cannot say that we are summarising the experiences of participants, only that we 
are synthesising author interpretations of participant accounts. My own views will then 
inherently further impact upon these findings during synthesis. Provided I am open about this 
to the reader, the practical benefit of summarising research findings and making them 
accessible outweighs the argument that there is too much distance from original participant 
accounts.  
Recruitment 
In terms of recruitment strategy, my primary aim was to make the research as inclusive 
as possible. Although the demands placed on vulnerable populations during research need to 
be carefully considered, people with TBI may still want the opportunity to decide for 
themselves whether to take part (Theadom, Fadyl, Hollands, Foster, & McPherson, 2014). I 
felt that the research was aiming to include people in a relatively powerless position in 
regards to the benefits system, and was an opportunity for them to have their voices heard. I 
also considered it important to include people who may have been: (1) further along in their 
journey following TBI and no longer involved with rehabilitation services or (2) experiencing 
significant difficulties following a mild head injury but had not met criteria to receive 
rehabilitation services. Recruiting through social media, charities and professional networks 
was a useful way to ensure advertising reached people with a variety of circumstances over a 
large geographic area. This method of recruitment is relatively new (National Institute of 
Health Research, 2014) and any use of social media requires consideration of boundaries to 
uphold the reputation of the profession (BPS, 2009). 
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A number of difficulties did arise with recruitment as the research progressed. I found 
very early on that charities and professional networks were expressing keen interest in the 
research and wanted to support with recruitment. However, it could be difficult for people 
with TBI to remember to follow up with making contact, even if they had intended to take 
part. In addition, some of the more local organisations were understandably interested in 
having me attend meetings to talk to their members about the research. I therefore put in an 
ethics amendment within the first few months of the research which allowed me to attend 
relevant meetings in person to explain the nature of the research to potential participants. 
The ethics amendment was important, as the people I spoke with seemed to appreciate 
the concrete experience of meeting me in person and getting a sense of how comfortable they 
might feel taking part in an interview. In hindsight, I would have liked this to have been in 
place from the beginning as, by the time this amendment was approved, my dedicated study 
leave had ended and I was working on a clinical placement. This meant that there was only 
one study day a week scheduled for research and I experienced difficulties in attending some 
of the meetings I was invited to.  
Throughout recruitment, I was mindful of conforming to ethical procedures for 
establishing consent to take part. Although I had worked with people with brain injury on 
previous and current clinical placements, I had not done so in a researcher role. The 
recruitment process involved a learning curve for me in terms of establishing how best to 
support people with TBI and maximise their ability to take part in research, where they 
wished to do so. To begin with, I was rightly concerned with making sure that potential 
participants were given the chance to ‘opt in’ to the research, with me having simply extended 
the offer. However, I do feel that there may have been participants who did not follow up on 
the offer due to memory impairments, despite them having an interest in taking part.  
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Within supervision, I brought up the fact that I felt I was being overly cautious about 
utilising my skills in supporting people with cognitive difficulties, as I was concerned about 
how appropriate this was in a research context. We were then able to reflect on the fact that 
providing full support to people to follow through with their intentions and wishes was an 
ethical way of approaching the situation. I established a routine when people expressed 
interest, so that they could go away and consider the information and choose whether to 
receive a phone call to follow up regarding their decision. I was clear throughout the process 
that there were no negative consequences for withdrawing and that there was no obligation to 
take part. I found that potential participants expressed appreciation of the option of a follow-
up phone call, regardless of whether they eventually decided to participate. Indeed, research 
has shown that people with TBI wanted researchers to be proactive in asking about required 
supports (Theadom et al., 2014). 
A final issue arising with the recruitment protocol was that information regarding the 
severity of TBI was not readily available. Had I attached my research to a particular service, 
we might have designed the process such that consent was gained for clinical information to 
be accessed. I reflected on the fact that this would have been useful demographic information 
in terms of analysis and for professionals drawing any generalisations from the research. 
Despite the challenges, my opinion has ultimately remained that the recruitment process we 
used was suitable for achieving the aims of the research. I wanted anyone with a TBI who had 
experienced a WCA to be able to contribute to this research and have their voice heard. 
Participants also communicated that they appreciated the opportunity to take part. This is the 
first piece of research on the topic and the recruitment strategy achieved a sample appropriate 
to the research aims. 
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Reflections on anonymity 
I have felt as though there is an inherent power imbalance in research, with academics 
being in a position of owning the resulting publication. Participant anonymity might be seen 
as them not being included in the research community (Dominelli, 2005). In addition, there 
may be a sense of “loss of ownership” for participants in terms of the stories themselves 
(Grinyer, 2002). As such, some researchers have offered a choice for participants regarding 
whether they would like to use their own name, or have a pseudonym assigned (Grinyer & 
Thomas, 2001). The current study involved individuals who felt disempowered by the 
systems around them and I wanted to ensure that I did not perpetuate this feeling within the 
research. I felt that participants, regardless of their decision, experienced conversations 
around anonymity as being positive. This is a small step towards more inclusive research, 
although inequalities are often present at many levels (Dominelli, 2005). 
Interestingly, I also found myself reflecting on my own experience of anonymity, or 
lack thereof. I did find it somewhat uncomfortable to consider that details I shared about 
myself would be published within my thesis, which would be available to a potentially wide 
audience following submission. This led me to reflect on the fact that when a researcher 
chooses to share information about themselves, there is no option for anonymity. There is an 
expectation within academia to create a research profile attached to your name and 
professional qualifications do add impact to our publications. Concurrently, there are 
necessarily standards for qualitative researchers to meet in terms of demonstrating 
transparency and reflexivity to the reader. I attempted to strike a balance between giving the 
reader a good enough sense of my position while considering my own personal boundaries. 
Methodology 
I chose critical narrative analysis as a method. This method was useful for exploring 
participants’ experiences of the WCA, as located within their ongoing adjustment and 
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rehabilitation following TBI. There is an acknowledgement within the method that the 
researcher is an inherent part of the construction of meaning and that there is an explicit 
political focus. As such, the method was congruent with the social constructionist 
epistemological stance and the research aims. 
The method is extremely time-intensive and, in many ways, the ideal sample size is a 
single case study (Langdridge, 2007). Although the method is still viable if stages of 
‘critiquing the illusions of the subject’ and ‘destabilising the narrative’ are excluded, I 
considered these essential for the topic at hand. I was able to locate a study that had used this 
method to analyse data for 46 participants across seven focus groups, albeit with a larger 
research team (Stacey et al., 2016). I came to the conclusion that a sample of 8-15 participants 
was viable, but I would need to monitor the volume and richness of the data carefully to cease 
recruitment at the right time. Rich data was provided by participants from the outset and the 
decision to stop recruiting was made in conjunction with the rest of the research team. 
A key aspect of the critical narrative analysis process is the notion that we are always 
telling or listening to a story from ‘somewhere’. Since attempts to bracket one’s own 
influence on the data collection and analysis are always imperfect (Langdridge, 2007), it is 
important to reflect on your position as the researcher and share this with the reader. I 
engaged in reading critical social and political theory relevant to disability in order to support 
my reflections and found it a useful process to draw out my own position in a way that 
allowed it to be communicated to others. Making this process so explicit resulted in my 
awareness of my own stance being much more at the forefront of my mind than when I have 
used other methods in the past. 
In terms of my own position, I was aware of the significant impact of my clinical work 
in choosing my research topic. As I have mentioned previously, my experience throughout 
clinical psychology training has been that difficulties with the benefits system have 
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contributed to clients’ distress. This has been the case across a variety of client groups, 
including mental health, learning disabilities and neuropsychology. Due to the therapeutic 
relationships I have developed with clients and my awareness of my duty of care, this has 
proved to be an emotionally charged topic for me to work on. I have continued to feel 
frustrated when I see clients’ struggling, although have found it helpful to channel this 
frustration into giving voice to people through this research. Despite my largely negative 
experiences, I was able to draw some positive experiences from the data, particularly in 
regards to certain individual staff members within the benefits system, whom participants 
experienced as supportive.  
Given the time constraints placed on a doctorate in clinical psychology thesis, it was 
necessary to start analysing existing data as I was still conducting interviews. This was useful 
in terms of staying familiar with previous interviews and gaining a sense of when an adequate 
sample had been recruited. This also impacted on the position from which I was interviewing 
participants. I was becoming increasingly aware of the key themes I was drawing from the 
interviews and how this might be impacting on the questions I was asking. Keeping a 
reflective log felt particularly helpful at this point so that I could be aware of any tendency to 
arrive at interviews with preconceived ideas.  
Overall, any shifts in my views have been negligible; I still maintain that the WCA is 
not suitable for purpose and has the potential to cause distress. Notwithstanding my own 
position throughout the process, I think that an alternative researcher or different 
methodology would have resulted in largely similar findings. Wide reading across disciplines 
suggested that similar experiences had been reported in other WCA research (e.g. Headway, 
2015), as well as research exploring the experiences of long-term benefit claimants (e.g. 
Garthwaite, 2014).  
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Final Reflections 
Exploring the wider context in regards to disability following TBI has strengthened my 
own resolve to continue advocating for change at societal and political levels. While my 
personal views on the WCA did not necessarily change, immersing myself in the narratives of 
people with TBI has given me an enhanced understanding of the lived experience. 
Participants described their financial struggles and the negative emotional impact of the 
process. It was evident that this affected their ability to focus on dealing with the life 
changing consequences of their brain injury.  
When considering the experiences of caregivers, this was initially in relation to them 
being part of the wider system around the individual with TBI. However, as I completed the 
literature review, and reflected on the lack of available social and material supports, this view 
changed somewhat. I was struck by how the distress of these individuals deserved attention in 
its own right, and not merely as an adjunct to the person with TBI.  
Both people with TBI and their caregivers are at risk of not having their basic needs 
met. This may be due to government policy regarding benefits, as well as the availability of 
services and social support. In the absence of necessary supports, the primary concern lies 
understandably with survival and installing some sense of stability and security. Individual 
intervention may be unhelpful if contextual issues are not concurrently addressed. It is my 
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10. Summary of research protocol in lay terms (indicative maximum length 150 words):   
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aim to recruit 8-15 participants. This will be a convenience sample based on those who respond to 
advertising.  As qualitative research aims for a logical, rather than statistical, generalisation of 
findings (Yardley, 2015) there is no specific sample size which can be seen as ensuring that the study 
is viable in advance. While some literature on qualitative research suggests that data saturation may 
be reached at a certain sample size, the definitions of data saturation are not always compatible with 
the epistemology of critical narrative analysis. Critical narrative analysis is not only concerned with 
identifying themes within the stories told by individuals to convey their experience of their own 
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lifeworld, but also considers how these narratives are constructed and influenced within the social 
and societal context. When conducting the narrative interviews, the richness and depth of the stories 
may vary, as may the extent of opportunity to use critical social theory to interpret the findings. It has 
been suggested that “case study work from this perspective is, in many ways, ideal” as the method is 
very labour intensive (Langdridge, 2007, p.132). However, a study with a large research team which 
used focus groups successfully analysed data from 46 participants using Langdridge’s (2007) 
guidelines for critical narrative analysis (Stacey et al., 2015). Therefore a decision will need to be 
made in discussion with supervisors regarding when to cease recruiting, based on the quality of the 
data collected as well as the time constraints associated with a DClinPsy thesis research project.   
 
Participants will need to meet the following inclusion criteria: (1) A diagnosis of TBI; (2) Working age 
adults (defined as aged 16-65 years); (3) Taken part in a WCA (at minimum, have completed an ESA-
50 form) following their TBI; (4) Most recent contact with the WCA process within the last 36 months.  
 
In addition, the following exclusion criteria will be applied: (1) Individuals with degenerative brain 
conditions; (2) Individuals whose brain injury, or first of multiple brain injuries, occurred during 
childhood (under the age of 16 years); (3) Non-English speaking individuals. Individuals with a 
language barrier in addition to their brain injury may be at a double disadvantage in terms of taking 
part in the WCA process. This is considered to be an important area that warrants specific future 
research. This issue will be covered within the literature review in the final write up of the project 
and recommendations will be made in regards to future research with this particular client group. 
 
Once the researcher has determined whether respondents meet the inclusion and exclusion criteria, 
participants will be selected on a “first come, first served” basis. Should the volume of responses 
exceed the target sample size of 8-15 participants, then recruitment in the North West of England will 
initially be prioritised due to the time and expense associated with extensive travel. There will be no 
additional selection criteria. 
 
13. How will participants be recruited and from where?  Be as specific as possible.   
The research project will be advertised via charities such as the United Kingdom Acquired Brain Injury 
Forum (UKABIF) and Headway. Recruitment will also take place through social media, and relevant 
professional networks including the British Association of Brain Injury Case Managers. Charities and 
networks will be contacted by the lead researcher using email (university email account) and 
provided with a copy of the participant information sheet., along with any other information they 
may wish to review before making a decision about advertising the study. If the organisation agrees 
to assist with recruitment, they will be provided with electronic copies of advertising materials and 
participant information sheets. They will be asked to advertise the study through available channels 
including: webpages; online forums; associated social media (including Facebook pages and Twitter 
accounts); newsletters; and noticeboards in waiting rooms (if applicable). Charities and networks will 
also be offered the opportunity to have the researcher visit them in person to explain the research 
and answer any questions. The lead researcher, or another member of the research team, will carry 
out these visits. It will be made clear during any such visit that participation is entirely voluntary and 
there is no obligation to take part. 
The researcher (Rebecca Potts) will “tweet/re-tweet” adverts from charities and networks using their 
personal (professional use only) twitter account in order to further share the advert.  
 
Posters and information sheets will contain the contact information for the researcher. Participants 
will then contact the researcher by email or telephone if they are interested in taking part. The 
researcher will answer any questions they might have and arrange a suitable interview time if they 
wish to participate. 
 
14. What procedure is proposed for obtaining consent?   
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When potential participants initiate contact with the researcher, the researcher will ask if they have 
seen an information sheet, as they may be responding to a poster. If they haven’t already accessed 
an information sheet, then a copy will be provided to them via post or email. This will ensure that all 
participants will have had the opportunity to review the information sheet at least 24 hours prior to 
interview. A copy of the information sheet will also be taken along to scheduled interviews and a 
hard copy given to the participant. There is a standard and “easy read” version of the information 
sheet, in order to accommodate cognitive difficulties with language and comprehension. Further 
adjustments to the delivery of the information sheet will be made as needed (e.g. reading it aloud). 
 
The information sheet states that by consenting to take part, participants are agreeing to the 
interview being audio recorded and transcribed. This will also be communicated verbally. Participants 
will be asked to sign a consent form prior to taking part in the interview, with assistance from a 
family member or carer if needed. Verbal consent will also be asked for (and audio recorded) at the 
start of the interview. The information sheet states that participants are free to withdraw from the 
study at any time up to the completion of data analysis, and that this will not result in any negative 
consequences. This will also be communicated verbally before the interview and repeated as 
appropriate during the interview. 
 
The researcher will be aware of potential issues relating to the capacity of individuals to consent to 
take part in the study, as set out by the Mental Capacity Act (2005). Participants with a brain injury 
are more likely than the general population to experience difficulties with the cognitive functions 
required for decision making. In line with the Mental Capacity Act (2005), there will be an assumption 
of capacity at the outset. If the researcher subsequently sees reason to doubt whether the 
participant has capacity to consent, then they will not go ahead with the interview. The capacity of a 
participant with a brain injury to consent would not be expected to decrease following the interview, 
unless this was due to an additional cause (such as a degenerative brain condition which is part of the 
exclusion criteria). 
 
15. What discomfort (including psychological eg distressing or sensitive topics), inconvenience or 
danger could be caused by participation in the project?  Please indicate plans to address these 
potential risks.  State the timescales within which participants may withdraw from the study, 
noting your reasons. 
The focus of this research is the experience of WCA from the point of view of people with a TBI. 
Irrespective of the research, people who have sustained a brain injury often experience a level of 
distress as they adjust to the event and the consequences. In terms of the WCA, there is evidence 
that some people with a range of disabilities have found the WCA process distressing in itself. 
Therefore, it is possible that asking participants to share their experiences has the potential to cause 
or exacerbate distress. The researcher will inform and remind participants that they can ask for the 
interview to stop at any time and will remain alert to any signs of distress. As a trainee clinical 
psychologist, the researcher has some experience of working with people who have sustained a brain 
injury and has developed skills to contain difficult emotions. Participants will be sign posted to other 
services where appropriate and the information sheet directs participants towards services that can 
help. Participants will be able to withdraw from the study following the interview by contacting the 
researcher. It is stated within the information sheet that if the data have already been incorporated 
into themes, it might not be possible to withdraw an individual contribution. However, every effort 
will be made to do so, up to the point of submission of the assignment in May 2017. 
 
16.  What potential risks may exist for the researcher(s)?  Please indicate plans to address such 
risks (for example, noting the support available to you; counselling considerations arising from the 
sensitive or distressing nature of the research/topic; details of the lone worker plan you will follow, 
and the steps you will take).   
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It will be necessary for the lead researcher to go to participants’ homes or a community location in 
order to conduct the interviews. To ensure the safety of the researcher, Lancashire Care Foundation 
Trust (LCFT) lone working policy and Lancaster University safety in fieldwork policy will be followed. 
This will include the use of a ‘buddy’ system to ensure the safety of the researcher and participants. 
The researcher will ensure that a colleague is available to perform the ‘buddy’ role for each 
scheduled interview. This will involve leaving the time of the interview and a sealed envelope 
containing the location. If the researcher has not contacted the buddy by a pre-arranged time, the 
buddy will try to contact the researcher. If they do not manage to contact them, then they will open 
the envelope and inform the police of the situation. If the researcher feels unsafe at any time, they 
will leave the location immediately. Participants will only be able to contact the researcher via a 
dedicated research phone number or Lancaster University email address.  
 
17.  Whilst we do not generally expect direct benefits to participants as a result of this research, 
please state here any that result from completion of the study.   
There are no direct benefits to taking part in this study, although some participants may appreciate 
having the opportunity to share their experience. 
 
18. Details of any incentives/payments (including out-of-pocket expenses) made to participants:   
There are no payments or incentives available for taking part in the study. If the interview takes place 
at a location other than the participants home, then travel expenses to and from the interview will be 
reimbursed, up to a total of £20 per participant. The cost of travel expenses is covered by the 
DClinPsy programme.  
 
19. Briefly describe your data collection and analysis methods, and the rationale for their use.  
Please include details of how the confidentiality and anonymity of participants will be ensured, and 
the limits to confidentiality.  
The research is qualitative in design and will use narrative methods. Data will be collected via 
unstructured interviews, as narrative methods intend for individuals to have space to share their own 
story. The participants will be oriented to the context of the WCA and then invited to share their 
story. The researcher will ask questions for clarification purposes as needed. Where possible, 
participants will be interviewed alone. However, if participants’ need or want the support of a family 
member or carer to take part then this will be acceptable. The interviews will be audio recorded and 
transcribed by the lead researcher (Rebecca Potts). The study will use critical narrative analysis to 
interpret the data collected. This approach has been chosen as it provides a framework for analysing 
personal narratives while considering the broader context and the position from which they are being 
created.  
 
Participants will be asked whether they would like the write-up of the study to contain their real 
name, a pseudonym of their choosing, or a pseudonym of the researcher’s choosing.  This will ensure 
anonymity if the participants wishes. Participants will be informed that any personal information will 
be transported and stored securely. It will be explained within the information sheet that direct 
quotes from participants may be used in the write up. However, their name will not be assigned to 
these unless they want it to be. Participants will also be made aware that if the researcher has 
concerns about their safety, or the safety of anyone else, then the appropriate authorities will need 
to be informed. This includes, but is not limited to, the police and social services. Wherever possible, 
the researcher will inform the participant before they break confidentiality. The only exception to this 
would be if the researcher believed the risk would be increased by doing so.  
 
 
20.  If relevant, describe the involvement of your target participant group in the design and conduct 
of your research.  
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The target participation group has not been involved in the specifics of the design and conduct of the 
research. However, the topic of the study was chosen by the research team based on clinical 
experience and feedback from service users with brain injury regarding the WCA. 
 
21. What plan is in place for the storage of data (electronic, digital, paper, etc.)?  Please ensure that 
your plans comply with the Data Protection Act 1998.  
The typed interview transcripts will be stored on Lancaster secure server for 10 years following 
submission of the thesis. The research director (currently Bill Sellwood) or a member of staff at 
Lancaster University assigned by the research director will be responsible for deleting the transcripts 
as scheduled.  
Hard copies of demographic information and consent forms will be locked away until the researcher 
is able to scan them and store an electronic copy on the Lancaster server for 10 years (as per the 
same procedure outlined for transcripts). The paper copies will be destroyed as soon as they have 
been scanned. Identifying details for participants will be kept electronically in a separate file on the 
password encrypted Lancaster University server. These identifying details will be deleted by the 
researcher once the project has been assessed and participants wishing to receive a summary of 
findings have done so. 
 
22. Will audio or video recording take place?         no                 audio              video 
If yes, what arrangements have been made for audio/video data storage? At what point in the 
research will tapes/digital recordings/files be destroyed?   
Interviews will be audio recorded. Since it is not possible to encrypt the portable audio recording 
device, the audio files will be uploaded to Box immediately for secure storage and sharing with 
supervisors where necessary. The audio files will then be deleted from the audio recorder. Where 
immediate transfer to Box is not possible, the audio recorder will be locked away until the researcher 
can access a computer to transfer the file to Box. All files will be saved to Lancaster University server 
as soon as possible. Audio files will be kept on the university server until the project has been marked 
and will then be deleted.  
 
23.  What are the plans for dissemination of findings from the research?  If you are a student, 
include here your thesis.  
This research will be written up as a thesis assignment for the Doctorate in Clinical Psychology. The 
research team will also attempt to publish the research in an academic journal. Participants will have 
the option of receiving a summary of the results. The research team may present the research at 
conferences if the opportunity were to arise. Participants will be informed about plans for 
dissemination. 
 
24. What particular ethical considerations, not previously noted on this application, do you think 
there are in the proposed study?  Are there any matters about which you wish to seek guidance 
from the FHMREC? 
Given that this research is related to government policy, it will be important to fully inform 
participants about the capacity for influencing change to the system. It will be made clear within the 
information sheet that the lead researcher is associated with Lancaster University and that the study 
is not connected to parties who make decisions in regards to the WCA. Participants will be informed 
that there is an intent to disseminate the findings from the study to contribute to the evidence base 
regarding the WCA. However, the researcher does not have the ability to make direct changes to the 
system. 
 
Signatures:  Applicant: ………………………..……………………........................................ 
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   Date: …………………………………………………............................................ 
*Project Supervisor (if applicable): ……………………………………................... 
   Date: …………………………………………………............................................ 
 
*I have reviewed this application, and discussed it with the applicant.  I confirm that the 
project methodology is appropriate.  I am happy for this application to proceed to ethical 
review.   
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Participant Information Sheet – Easy Read 
 
































ETHICS SECTION  4-24 
 
 












ETHICS SECTION  4-27 
  
 
Appendix 4-E 
Advertising 
 
 
